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Foreword 


Diabetes is a very human condition. Even to those of us with many years of 
clinical practice in diabetes, the infinite diversity of individual response to 
diabetes is a constant source of amazement but also professional enhance- 
ment. People are different and behave differently, and often unexpectedly. 
That is what makes involvement in diabetes care such a three-dimensional 
experience. Diabetes and its consequences have a fundamental physical 
basis, but these are deeply intertwined with complex psychosocial issues. 
Such interrelationships are considerable, sometimes subtle; sometimes over- 
whelming. 

Awareness of these issues is crucial to enabling people with diabetes to 
lead a healthy and fulfilled life. Empathy and appreciation of the psycho- 
social needs of patients are essential requirements for those involved in 
diabetes care, and indeed most do seem to acquire that intuitive under- 
standing of patient-professional relationships so fundamental to good 
clinical care. But the world of psychology has progressed; much more is 
known and the evidence base of psychological management in diabetes care 
is becoming clearer. 

Despite the widespread and increasing prevalence of diabetes in the 
population, the diagnosis at a personal level can still be a considerable 
shock and source of distress to the individual and family concerned. 
Suddenly a label is applied that seemingly sets them aside from others; 
that invokes dire consequences to both current well-being and to future 
health. Such initial fears and misgivings may result from misunderstandings 
and ignorant, albeit well intentioned, advice from others. The misguided 
term “mild diabetes” may be used inappropriately to allay fears and 
anxieties, but in so doing it undermines the essential need to manage 
diabetes with due consideration and respect. 


x Foreword 


Recent published studies and clinical experience indicate that future 
prospects for people with diabetes should be very positive and encouraging, 
but despite the substantial improvements in treatments and technology, a 
demanding daily discipline is still required. 

Realistic information and education needs to be very much geared to the 
individual, taking into account the very diversity of such individual needs 
and perspectives. Necessary messages should be understood, but balancing 
the immediate influences on quality of life with longer term objectives on 
future health. Living with diabetes is a lifelong educational exercise and a 
similar experience for those involved in diabetes care. No amount of 
theoretical knowledge can match this constant learning through daily 
encounters with diabetes, but it is this experience that can be used to 
interpret and reassure. It is about achieving the right balance, and for this 
psychological awareness is essential. 

Although the concept of a specific diabetes personality has been irrevoc- 
ably refuted, diabetes will inevitably affect individuals emotionally in 
different ways. Both at diagnosis and in subsequent years a complex 
interaction between the physical consequences of diabetes and its psycholo- 
gical demands is constantly contributing to the vicissitudes of diabetes well- 
being. Even the term diabetes control carries psychological undertones, but it 
is the term we use most frequently. Poor control may refer to inadequate 
achievement of good blood glucose levels, but it will also contribute to poor 
quality of life and often loss of personal confidence. It is the model of a 
vicious cycle. In contrast for others, particularly those with type 2 diabetes, 
the “silent” nature of the condition can be deceptive and deflect away from 
the need to maintain discipline and diligence. 

Steering the narrow gap between Scylla and Charybdis is never easy, but 
there are now many new aids to assist the person with diabetes along the 
right pathway. No longer are treatments so rigid and set in tablets of stone; 
improved education and understanding do offer more flexibility adapted to 
the individual’s needs. 

The person with diabetes should equally contribute to discussions and 
decisions concerning care and best treatment, fully informed and in colla- 
boration with the clinician. Understanding the psychosocial issues of this 
partnership is fundamental to success. The expert and well-respected contri- 
butors to this book offer a valuable and necessary insight into the interaction 
between psychology and diabetes care, and in so doing provide guidance on 
psychological interventions to further minimise the daily demands of living 
with diabetes. 


Professor K.M. Shaw 
March 2000 


Preface 


Psychosocial issues are increasingly recognized as being of primary impor- 
tance in diabetes care. This is illustrated by the burgeoning number of 
publications on behavioural and social issues in both psychological and 
medical journals. In addition, an increasing number of international confer- 
ences and symposia on diabetes are beginning to address cognitive, 
emotional and behavioural issues surrounding diabetes, its complications 
and management. With this growing awareness of the importance of 
psychology in diabetes care, health care professionals experience an increas- 
ing need for easily accessible background information and practical guide- 
lines on behavioural issues. However, only a handful of books are available 
for clinicians who wish to know what to do about the psychological aspects 
of diabetes care, from supporting patients and families coping with diag- 
nosis and following the treatment regimen, through to complex psychologi- 
cal problems such as the diagnosis and management of depression and 
eating disorders. These are the issues this book hopes to begin to address. It 
seeks to bridge the gap between psychological research on the self-care and 
management of diabetes and the delivery of care and services provided by 
the diabetes care team. As such, this book is seen as an accompaniment to 
Clare Bradley’s Handbook of Psychology and Diabetes (1994), which focuses on 
psychological assessment in diabetes. The content of this book is targeted at 
all individuals involved in the delivery of diabetes, including our fellow 
psychologists. 

When considering who to ask to contribute to this book, we were acutely 
aware of two groups of psychologists. The largest, and most well-established 
group is the Council of Behavioural Medicine and Psychology of the 
American Diabetes Association (ADA). To date, these North American 
behavioural scientists have generated the overwhelming majority of psycho- 
logical research and publications, and have compiled an excellent how-to- 
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do-it book under the editorship of Barbara Anderson and Richard Rubin 
(1996). Fortunately, we can see steadily increasing European work in this 
field, facilitated by the EASD Study Group, Psychosocial Aspects of Diabetes 
(PSAD). This group continues to develop and bring a distinctly European 
perspective to the psychology of diabetes care. Therefore, when seeking 
contributors for this compilation, we have endeavoured to reflect the work of 
both groups of researchers, thereby offering a true international perspective 
on psychology in diabetes care. 

This book also seeks to provide a broad, evidence-based approach to 
behavioural intervention in diabetes care. Based on reviews of empirical and 
theoretical work, each chapter will make practical recommendations for 
diabetes care provision and future research. The authors of the nine chapters 
were asked to explore different approaches to intervention with children, 
adolescents and adults with diabetes. The first chapter is by Barbara 
Anderson and Julienne Brackett (USA), on Diabetes during childhood, 
addressing developmental and family issues. Chas Skinner, Sue Chanon, 
Lesley Howells and Adele McEvilly (UK) then discuss the abundance of 
psychological literature on adolescents with diabetes, with special reference 
to the beliefs and attitudes of adolescents with diabetes and how these affect 
their self-care behaviours. Research on the psychological impact of preg- 
nancy in diabetes is reviewed in Chapter 3 by Frank Snoek (The Nether- 
lands), with special focus on pre-conception counselling programmes. In 
Chapter 4, a truly international group of authors from the USA (Bob 
Anderson and Martha Funnell), Sweden (Anita Carlson and Nuha Saleh- 
Stattin) and the UK (Sue Cradock and Chas Skinner), discuss the background 
and implications of the empowerment approach to diabetes education and 
self-management, taking into account ethnic and cultural factors. The rich 
potential of motivational interviewing as a vehicle for behaviour change in 
diabetes patients is reviewed by Yvonne Doherty, Peter James and Sue 
Roberts (UK) in Chapter 5. This clearly sets the stage for Russell Glasgow 
and Elizabeth Eakins (USA) chapter on medical office-based interventions 
and how these can significantly contribute to the behaviour change process 
in diabetes. Chapters 7 and 8 expand on two different psychoeducational 
group programmes that were developed specifically for diabetes patients: 
Blood Glucose Awareness Training (BGAT), by Linda Gonder-Frederick, 
Daniel Cox, William Clarke and Diana Julian (USA), and Cognitive-Beha- 
vioural Group Training (CBGT), by Nicole van der Ven, Marlene Chatrou 
and Frank Snoek (The Netherlands). The last chapter, by Richard Rubin 
(USA), building on rich experience as a psychologist involved in diabetes 
care, reviews the indications and benefits of psychotherapy and counselling 
in diabetes, with reference to adaptional problems, depression, anxiety and 
eating disorders. 
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In conclusion, this book offers a comprehensive summary of current 
psychological knowledge and thought as it relates to the delivery of diabetes 
care and how to support professionals and individuals with diabetes to 
achieve their goals. We hope this book is a worthy start to this endeavour. 
Albeit incomplete, we sincerely hope you will find it informative, that it 
helps you reflect on your practice, whatever your professional role, and that 
it enables you to develop a more thoughtful approach to those individuals 
you are striving to care for. 

We would like to thank the authors for their willingness to contribute to 
this volume and their considerable efforts to meet the editorial demands. We 
also thank Deborah Reece and Colleagues from John Wiley & Sons Ltd, 
Chichester, UK, for their initiative, efficiency and support. 


Frank Snoek and Chas Skinner 
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Diabetes During Childhood 


BARBARA ANDERSON and JULIENNE BRACKET 
Joslin Diabetes Center, Boston, MA, USA 


INTRODUCTION 


The results of the Diabetes Control and Complications Trial? focused the 
attention of the medical community on the importance of maintaining blood 
glucose levels as close to the normal range as possible in order to prevent or 
delay the devastating complications of diabetes. However, translating this 
message to families coping with this disease in a child presents many 
challenges and requires a multi-disciplinary team to care for each family’. 
Type 1 (insulin-dependent) diabetes is frequently singled out from many 
other chronic childhood diseases because its successful treatment demands 
much self-care and family responsibility for implementing a complex treat- 
ment regimen’. When a child is diagnosed with diabetes, the critical tasks of 
decision-making concerning the child’s daily survival and treatment are 
transferred from health care professionals to the family. Immediately follow- 
ing diagnosis, the family is responsible for carefully balancing multiple daily 
insulin injections and food intake with physical activity in order to prevent 
large fluctuations in blood glucose levels, which can interfere with the child’s 
normal growth and development. Frequent blood glucose monitoring is also 
required to assess this tenuous balance between insulin, food and activity. 
In the psychosocial literature on paediatric diabetes, it is well-documented 
that this complex daily regimen impacts on every aspect of the child's 
development and family lifet67, With respect to psychological development, 
‘good emotional adjustment’ is strongly related to better glycaemic 
control®®’. Sufficient studies comparing groups of children with diabetes 
to non-diabetic comparison samples have been conducted using standard- 
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ized, objective measures that we can confidently conclude that children with 
diabetes are not a psychologically ‘deviant’ groupè 10.11, However, such 
global studies have not provided much information about what it is about 
diabetes that affects the developing child and almost every aspect of family 
life. 

Therefore, this chapter will focus on identifying and understanding the 
specific stresses of living with diabetes, which the child and parent must 
confront at each developmental stage between infancy and the eleventh year, 
and the coping responses that lead to healthy psychological and physical 
outcomes. Because each developmental stage presents different challenges, 
we will divide the discussion into: (a) diabetes in infancy (0-2 years of age); 
(b) diabetes in toddlers and preschoolers (2-5 years); and (c) diabetes in the 
school-age child (6-11 years). For each section, we will briefly review the 
central milestones of normal psychological development and then examine 
how the treatment demands of diabetes impact on the developmental tasks 
of each period. Next, we will discuss how diabetes impacts on the family and 
vice versa. We will also translate research findings into brief recommenda- 
tions for health care providers to assist in developing services that best meet 
the changing psychosocial needs of their paediatric diabetes patients and 
their families in each of these developmental periods. The final section of the 
chapter will review some of the risk factors for poor adjustment and diabetes 
control that have been identified across all of childhood. 


DIABETES IN INFANCY 


PSYCHOLOGICAL DEVELOPMENT AND THE IMPACT OF DIABETES 
IN INFANCY 


Diabetes diagnosed during infancy has a profound effect on the parent-child 
relationship. For the first 2 years of life, the central psychological task is the 
establishment of a mutually strong and trusting emotional attachment 
between the infant and the primary caregivers!?:!9 . The infant’s psychologi- 
cal well-being depends on the predictable presence of an adult who meets 
the infant’s physical needs, provides a stable environment, and responds to 
his/her social advances. 

Because type 1 diabetes is relatively rare in infants and toddlers, and 
symptoms may vary from those commonly seen, young children with 
diabetes are often misdiagnosed initially’. The child may present with 
acute vomiting and marked dehydration, which is often attributed to 
gastroenteritis The diagnosis of type 1 diabetes in infants is often delayed 
because it is more difficult for parents to detect classic symptoms of diabetes, 
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such as frequent urination, which would signal the need to seek medical 
attention. Due to such delays and misdiagnoses at diagnosis, infants and 
toddlers are more likely than older children to be in diabetic ketoacidosis 
(DKA) and require hospitalization in an intensive care unit. When hospita- 
lized, infants endure disruptions of expected home routines and are often 
subjected to invasive medical procedures. Once home, the ‘trusted’ care- 
givers are required to give injections and perform painful fingersticks on 
infants who lack the cognitive ability to understand that the procedures are 
beneficial!. Therefore, the diagnosis of diabetes may threaten the infant’s 
development of a trusting relationship with caregivers. In a qualitative study 
by Hatton and colleagues!6, mothers of infants and toddlers with diabetes 
reported feeling a diminished bond with their children and a loss of the ideal 
mother-child relationship. 

Because young children with diabetes are totally dependent on their 
parents to manage their disease and to recognize dangerous fluctuations in 
blood glucose, parents must be constantly vigilant. Due to the stress of the 
day-to-day management of diabetes, many parents are too exhausted and 
fearful to leave their child in the care of another'®. In addition, finding ‘relief’ 
caregivers who are competent and comfortable caring for a young child with 
diabetes is often extremely difficult, if not impossible**. Therefore, diabetes 
may put the infant—parent relationship at risk for overdependency and may 
restrict the positive separation and reunion experiences that are necessary 
during infancy. 


FAMILY ISSUES: CARING FOR AN INFANT WITH DIABETES 


When a child is diagnosed with IDDM during the first 2 years of life, the 
parent(s) or caregiver(s) become the real ‘patient’. The grief experienced by 
parents of infants after diagnosis is often stronger and more emotionally 
disruptive than when a child is diagnosed at an older age because parents of 
young infants have more recently celebrated the birth of a ‘healthy, perfect’ 
child. In addition, infants are more often critically ill at diagnosis, and the 
parents may have witnessed their child being cared for in an intensive care 
unit. This heightens the trauma already experienced by the parents, and 
emphasizes the vulnerability of their child, as well as the seriousness of 
diabetes. After the acute crisis abates, the parents of a very small child are 
now faced with the reality and implications of the diagnosis. They may find 
it extremely difficult, both psychologically and physically, to inject insulin 
into or to take a drop of blood from their infant’s tiny body. Parents 
described feeling ‘riveted to a totally inflexible regimen that ruled their 
very existence’ !® (p. 572). Parents not only grieve for the loss of a ‘healthy’ 
child, but also for the loss of spontaneity, flexibility and freedom to which 
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they may have been accustomed. In order to ensure that the infant’s medical 
needs are constantly monitored, major lifestyle changes are frequently 
required!°, For all of these reasons, the diagnosis of IDDM during infancy 
is emotionally devastating and extremely stressful to parents. Many parents 
report that the diagnosis of diabetes increased strain in their marriages and 
heightened miscommunication between spouses, as well as leading to 
feelings of depression’. However, with time and knowledge, parents in 
the study by Hatton et al.16 felt greater confidence and found more flexibility 
in the management regimen, which contributed to adaptation. Even as they 
felt more adapted, the many stresses of diabetes continued to evoke 
emotional responses'®. 


DIABETES IN TODDLERS AND PRESCHOOLERS 


PSYCHOLOGICAL DEVELOPMENT AND THE IMPACT OF DIABETES: 
AGES 2-5 YEARS 


Diabetes during the second through fourth years of life continues to have a 
profound effect on the parent-child relationship. At this developmental 
period, the toddler’s two central psychological tasks are: (a) to separate 
from the parent or primary caregiver and to establish him/herself as a 
separate person, by developing a sense of autonomy, with more clearly 
defined boundaries between the child and the parent; and (b) to develop a 
sense of mastery over the environment and the confidence that he/she can 
act upon and produce results in the environment, including the people 
making up his/her social environment!®!3, 

The restrictions of diabetes management and parental fear stemming from 
diabetes stress the normal drive of toddlers to explore and master their 
environments. The toddler’s sense of autonomy can be threatened by over- 
protective caregivers, who may be unable to let the child out of their sight. 
Out of fear, the parents may scold toddlers for exploring, which can lead to 
feelings of guilt and shame”. The autonomy that a child does develop is 
often reflected in refusals to cooperate with injections or blood glucose 
monitoring, as well as in conflicts over food. Toddlers can learn to use 
food to manipulate their parents who are afraid of hypoglycaemia, causing 
the dinner table to become a battleground. Although the diabetes manage- 
ment tasks must be carried out, parents can help foster the developing sense 
of autonomy by allowing the toddler to choose between two injection sites or 
fingers for blood samples’’. 

As the child reaches the preschool years, the central developmental task 
becomes the use of the newly established sense of autonomy to investigate 
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the world outside the home. The child is involved in gaining a sense of 
gender identity, in developing new cognitive abilities which allow more 
cause-effect thinking, and in separating successfully from parents for the 
first ‘school’ experience!? 13, At this developmental stage, the child must 
learn to adapt to the expectations of other adults, to trust these adults to 
provide for his/her needs, and to begin to form relationships with peers and 
adults outside the family. The child takes increasing initiative to explore and 
master new skills in environments outside of the home. 

For preschool-aged children with diabetes, meeting their peers may lead 
to the first awareness that they are ‘different’ from other children, in terms of 
eating, checking blood glucose levels, or wearing medical identification 
jewelry. As children with diabetes recognize that they are somehow different 
from others, it is common for them to believe that diabetes is a form of 
punishment. During this developmental stage, the child is developing 
his/her own explanations and perceptions of the world. Because diabetes 
plays a large role in the child’s life, the child uses developing, but limited, 
ideas of causality to reason that diabetes and its painful treatment are the 
result of his/her bad behaviour. 

Given the toddler’s and preschooler’s normal developmental tasks of 
establishing his/her independence from the parent, diabetes only fuels the 
parent-child conflicts so typical of these stages. Unfortunately, in previous 
research studies, infants and toddlers with diabetes have been grouped with 
children under 6 years of age, and studied as a ‘preschool sample’, yielding 
little data on these stages specifically. One empirical research study by 
Wysocki and colleagues'! has studied the psychological adjustment of 
very young children from the mothers’ perspective, with a sample of 20 
children, 2-6 years of age, with a mean age of approximately 4 years. The 
authors indicated that mothers reported that their children showed signifi- 
cantly more ‘internalizing’ behaviour problems on the standardized Child 
Behaviour Checklist (CBCL)!8, such as symptoms of depression, anxiety, 
sleep problems, somatic complaints, or withdrawal. However, the authors 
emphasize that mothers did not rate their toddler and preschool children 
with diabetes in the clinically deviant range, as measured on this standar- 
dized instrument!!. In contrast to the findings of Wysocki et al., Northam and 
colleagues” found no significant deviations from normative scores on any 
scale of the CBCL at diagnosis or 1 year later in a sample of 18 children 
under 4 years of age. In both studies, there were no assessments made of the 
children’s behaviour independent of maternal report. This is important to 
note in light of the other major finding by Wysocki and colleagues, that 
mothers of very young children with diabetes reported more overall stress in 
their families when contrasted with a non-diabetic standardization sample, 
citing the child with diabetes as the source of that stress'!. Despite the 
cautious interpretation both authors gave to their findings, it is possible that 
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a non-diabetic standardization sample is an inappropriate comparison 
group. Both Eiser?? and Garrison and McQuiston”! have suggested that 
these types of behavioural changes in the young child and changes in 
parental perceptions are to be expected when any chronic illness is present 
in the child. Therefore, it is important not to conclude from these findings 
that it is diabetes per se that causes the behavioural adjustment problems or 
that all mothers of preschoolers with diabetes see their families as severely 
stressed. Clearly, more research into the psychological adjustment of very 
young children with diabetes is needed. In addition, independent assess- 
ments of adjustment need to be used, rather than relying solely on parental 
report, which can be affected by feelings of guilt or pity”. 


FAMILY ISSUES: PARENTING TODDLERS AND PRESCHOOLERS 
WITH DIABETES 


As is true for infants with diabetes, when a toddler or preschooler has 
diabetes, the parent(s) or caregiver(s) is the real ‘patient’? . Parents continue 
to be responsible for making complex, clinical decisions, and for vigilantly 
monitoring the child for symptoms of hypoglycaemia. As the child experi- 
ences growth spurts, parents often struggle to maintain the child’s blood 
sugar within a safe and acceptable range—a struggle made more difficult by 
the child’s inability to understand the importance of the regimen, and the 
toddler’s inability to verbalize symptoms of high or low blood glucose. 
Compared to findings from a sample of older children and adolescents with 
diabetes, mothers of very young children report more concerns about 
identifying hypoglycaemia, and perceive greater family disruption from 
diabetes'!”. Adding to the parents’ stress, toddlers and preschoolers, who 
are getting physically stronger, may actively resist and refuse insulin injec- 
tions, blood monitoring or needed meals and snacks. Restraining the 
squirming child at injection time or forcing the child to eat may be necessary 
but extremely stressful for parents who begin to feel that they are ‘feeding 
the insulin, not the child’ (p. 573)!6. The children can now also verbalize their 
fear and anger about invasive procedures, which can devastate parents as 
these emotions are usually directed at them'®. 

Once children begin to test their autonomy, it is important for parents to 
set limits and discipline their children appropriately. Temper tantrums are 
common among young children, hence the phrase ‘terrible twos’, but they 
may also signal hypoglycaemia in children with diabetes. Many parents 
report difficulty in distinguishing diabetes-related mood swings from 
normal toddler behaviour!®. Once hypoglycaemia has been ruled out 
through blood glucose monitoring, parents need to set limits and have 
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clear expectations for the child, as they would for a child without diabetes. 
Unfortunately, feelings of guilt or pity about the child’s disease may interfere 
with such limit-setting!”°. 

Hatton and colleagues report that anticipation of a child entering 
preschool and being entrusted to another’s care can cause much anxiety 
and concern for parents'®. Overprotectiveness and pity for a child suffering 
from separation anxiety can tempt parents to cancel or delay plans for 
preschool education or daycare, but doing so can thwart the child’s growing 
sense of independence and development of social skills”. 


TREATMENT ISSUES FOR CHILDREN UNDER 6 YEARS 
OF AGE 


Once diagnosed, the basic goals of diabetes therapy for children under the 
age of 6 years are similar to those recommended to all children and 
adolescents and include the avoidance of high and low blood glucose 
levels and the maintenance of normal growth and development. However, 
due to the continued development of the central nervous system, young 
children are particularly vulnerable to the debilitating consequences of 
recurrent hypoglycaemia. 

There is a growing body of evidence supporting the negative conse- 
quences—mild cognitive deficits—resulting from overly aggressive attempts 
to normalize metabolism in young children. Ack et al.”4 reported modest 
cognitive deficits in patients with a younger onset of type 1 diabetes. Others 
also reported brain damage as a result of severe hypoglycaemia, particularly 
in young children, A series of studies by Ryan et al eee) using a battery 
of neurobehavioural tests, identified significant differences between youths 
with diabetes compared with control subjects on measures of verbal intelli- 
gence, visual—-motor coordination and critical flicker threshold. Additionally, 
children diagnosed with diabetes under 5 years of age manifested significant 
cognitive deficits when evaluated during the adolescent years, probably 
resulting from symptomatic or asymptomatic hypoglycaemia occurring 
earlier in life, before final maturation of the central nervous system. In 
another study by Rovet et al., children diagnosed under 4 years of age 
scored lower than other children with diabetes diagnosed later in childhood, 
and lower than non-diabetic sibling controls on tests of visual-spatial 
orientation, but not on verbal ability. Hypoglycaemic seizures were found 
to occur in greater frequency in the group of children diagnosed under 4 
years of age compared to those diagnosed at older ages, suggesting that 
severe hypoglycaemia may impair later cognitive functioning®. 
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Golden and colleagues’! collected longitudinal data on the frequency of 
hypoglycaemia from the time of diagnosis in a sample of 23 children with 
diabetes onset prior to the age of 5 years. Correlating this data with subscale 
scores on the Stanford-Binet Intelligence Scale yielded no significant findings 
between frequency of severe hypoglycaemia and any of the subscales. 
Importantly, it was the frequency of asymptomatic and mildly symptomatic 
hypoglycaemia that was significantly correlated with lower scores on the 
abstract/visual reasoning scale, indicating that even mild or asymptomatic 
episodes of hypoglycaemia can have a negative cumulative effect on 
cognitive functioning. 

In the previously described studies, no measurements of neurocognitive 
functioning were made near the time of diagnosis to rule out the possibility 
that the metabolic decompensation of diabetes onset affected such function- 
ing. Two studies have followed children with diabetes prospectively from 
diagnosis using neuropsychological assessments. The preliminary findings 
of Rovet and colleagues” indicated no evidence of neurocognitive impair- 
ment in these children at diagnosis or 1 year later, but the authors reported 
that they may not have followed subjects long enough to observe any 
impairment. Northam and colleagues”? compared the performance of chil- 
dren with IDDM with the performance of control subjects on standardized 
measures of general intelligence, attention, speed of processing, memory, 
learning and executive skills. At 3 months post-diagnosis, there were no 
differences between the groups, but at 2 years post-diagnosis, children with 
diabetes demonstrated smaller gains, particularly in the areas of informa- 
tion-processing speed, acquisition of new knowledge and conceptual reason- 
ing skills. The subset of the diabetes sample that performed worst were those 
children with early onset of diabetes, which further suggests an early onset 
effect”. 

In light of these findings, suggesting that even asymptomatic hypogly- 
caemia in young children with developing nervous systems can be deleter- 
ious, prevention of severe and recurrent hypoglycaemia needs to be of 
paramount importance. In addition, infants and toddlers are unable to 
verbalize when they are suffering from hypoglycaemia, which can lead to 
delayed treatment and unconsiousness and/or seizures. The current trend of 
intensive insulin therapy, as advocated by the Diabetes Control and Compli- 
cations Trial,'\? for persons over 13 years of age must be aggressively 
avoided in these vulnerable young patients'**4~°°. Therefore, age-specific 
blood glucose target ranges, with the provision for wide glycaemic excur- 
sions, should be the rule rather than the exception. 

Achieving optimal glycaemic control in this age range is further compli- 
cated by the finicky eating habits, erratic physical activity and rapid growth 
of young children. Treatment goals, therefore, must be individualized to 
provide safe and effective medical treatment yet also permit the young 
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child to master the normal developmental tasks of childhood. For example, 
the toddler who is a picky, pokey eater may be best suited to rapid-acting 
insulin analogue (Humulog) injections after meals, rather than prior to the 
meals, in order to avoid frantic parents who are unable to ‘force their child 
to eat’. 


PSYCHOSOCIAL RECOMMENDATIONS TO HEALTH CARE 
PROVIDERS 


It is essential that health care providers who work in paediatric diabetes 
appreciate and address the many stresses and demands confronting parents 
of infants, toddlers and preschoolers with diabetes by promoting the devel- 
opment of clinical services, childcare referral sources, educational materials 
and support groups for families living with diabetes at these earliest 
developmental periods. Parents have reported a need for understanding 
from and collaboration with a health care team!®?. Managing diabetes in 
young children requires an integrated multi-disciplinary team approach in 
order to address adequately the complex physiological and psychosocial 
needs of the children and their families*. Support groups and educational 
materials targeted towards families of very young children can also help 
parents feel less alone and can normalize feelings of guilt, anxiety and fear’. 
The health care team must create a supportive environment by providing 
24-hour on-call coverage to help parents cope with unexpected problems, 
especially as they adjust to life with diabetes outside of the hospital*°. 
Reassurance and non-judgemental support for all members of the family is 
of great value, given the emotional challenges of adapting to post-diagnosis 
life!®. 


DIABETES IN SCHOOL-AGED CHILDREN 


PSYCHOSOCIAL DEVELOPMENT AND DIABETES IN THE 
SCHOOL-AGED CHILD 


The primary developmental tasks of the child during the elementary school 
years include: making a smooth adjustment from the home to the school 
setting; forming close friendships with children of the same sex; obtaining 
approval from this peer group; developing new intellectual, athletic and 
artistic skills; and evaluating him/herself positively when comparing his/her 
abilities to those of the peer group!”8 ; 
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Psychological development in school-aged children is assessed primarily 
with respect to the child’s sense of self-esteem and the development of peer 
relationships. In a careful review of the early empirical psychosocial litera- 
ture on children with diabetes, Johnson concluded that: ‘most youngsters 
with diabetes do not have psychological problems, but among those who do, 
peer relationship difficulties are quite common... Among all of the person- 
ality traits assessed, the evidence for peer or social relationship problems 
seems the strongest’ (p. 101)®. 

Studies of self-esteem in school-aged children with diabetes have consis- 
tently linked low self-esteem and poor social-emotional adjustment to 
poorly-controlled diabetes®’. Herskowitz-Dumont and colleagues?” found 
a significant association between recurrent diabetic ketoacidosis (DKA) over 
8 years post-diagnosis and higher ratings of behaviour problems and lower 
levels of social competence, as measured by psychological testing in the first 
year after diagnosis. Similarly, Liss et al. found that children who had been 
hospitalized with DKA in the preceding 12 months reported lower levels of 
self-esteem and social competence than children who had no episodes of 
DKA in the same period. In addition, a significantly larger proportion of the 
DKA group met the diagnostic criteria for at least one psychiatric disorder 
(88% vs. 28%). 

Because the development of peer relationships is an important aspect of 
the school-age years, it is crucial to examine how diabetes interferes with 
social development. Several older interview studies have shed light on this 
topic. Bregani et ab? emphasized that during this developmental period, 
children with diabetes often begin to feel a heightened sense of frustration 
and of social stigma from their dietary restrictions. The authors pointed out 
that the child’s emerging self-awareness and ability to reflect on his/her 
diabetes and to compare him/herself with peers made the child very 
vulnerable to feelings of inadequacy. Similarly, Zuppinger et al.*°, in inter- 
views with 23 children with diabetes at this age, found that half of the 
sample identified teasing from peers and difficulty in accommodating meal 
schedules to school activities as the major difficulties in following the 
diabetic diet. Leaverton*! also suggested that the most common resentment 
of the child with diabetes in the elementary school years is following a 
planned diet because it gives an obvious sign to peers that the child is 
different. In addition to food restrictions and regularity of meal timing, the 
need for frequent blood glucose monitoring and insulin injections can 
emphasize differences and make peer acceptance more difficult”. 

Kovacs and colleagues” found in a longitudinal study of school-aged 
children newly diagnosed with diabetes that 25% of their sample of school- 
aged children reported being teased by peers about their diabetes. When 
asked about the most difficult aspects of diabetes, insulin injections and 
dietary issues were most commonly cited. Despite the difficult regimen 
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and challenges to peer acceptance, children’s self-ratings indicated good 
self-esteem and few signs of emotional distress in the first year of life 
with diabetes. Children in this study also reported showing their dia- 
betes supplies to their friends and demonstrating glucose testing, which 
suggested that the children were actively trying to integrate diabetes into 
their lives. 


SCHOOL ISSUES 


Because the school environment presents many opportunities for building 
self-esteem and developing socialization skills, it is important for the school- 
aged child with diabetes to participate fully in all activities, with as few 
restrictions as possible, in order to facilitate a normal school experience. 
Children need to understand that, although they have diabetes, they are not 
‘sick’ or ‘abnormal’. Participation in school activities helps to minimize the 
child’s sense of being different from peers. Some modifications in a typical 
school day may need to be made to accommodate diabetes safely, such as the 
scheduling of lunch and gymnastics classes to prevent hypoglycaemia, but 
restricting the child from gymnastics classes or school outings only empha- 
sizes differences and may foster a sense of inferiority”. 

Children with diabetes should also be encouraged to participate in as 
many extracurricular activities and sports as they chose and as scheduling 
permits. For all children, such activities can boost self-esteem and feelings of 
competence. This effect may be particularly important for children with 
chronic diseases, such as diabetes**. 

Participation in school is disrupted if the child has unusually high or low 
blood sugars or if the child uses diabetes to avoid particular classes**. In 
addition, poorly controlled diabetes can lead to frequent or prolonged 
absences. Such events may result in educational setbacks and interfere 
with peer relationships, which may contribute to lower self-esteem”. 

Minimizing the occurrence of hypoglycaemia during the school day is 
crucial in light of findings by Puczynski and colleagues”, which indicated 
that memory and concentration may continue to be impaired even after the 
physical symptoms of hypoglycaemia have subsided. These findings have 
important implications for classroom functioning, because many students 
return to their studies after recovering from the physical symptoms when 
they may not be able to function cognitively as usual. Unfortunately, this 
study did not determine the length of time cognitive abilities remained 
impaired, but it did suggest that teachers should consider whether an 
episode of hypoglycaemia may have affected a student’s performance. 

In order for children with diabetes to have a normal school experience 
while maintaining optimal diabetes control, it is necessary for parents and 
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health care providers to provide information and guidance to school 
personnel to outline expectations for the child’s care during the school day. 
Holiday parties, for instance, can be particularly difficult for the child with 
diabetes, who may feel left out if not allowed to eat the same foods. Teachers 
need to be informed of parental preferences relating to what the child is 
permitted to eat and if substitute foods will be provided from home. School 
personnel must also be informed about the treatment of out-of-range blood 
glucose levels, the need for snacks during physical activity, and the 
frequency of blood glucose monitoring and insulin administration, if such 
procedures are deemed necessary during school hours. It is essential that 
families meet with teachers and school nurses before the start of school to 
provide such information and guidelines and to facilitate cooperation 
between the school and the family. By communicating with the school 
regularly throughout the year, families can prevent conflicts, clarify expecta- 
tions and feel more confident that their child is safe at school“. 


FAMILY ISSUES 


Because studies suggest that participation with peers, positive self-image 
and regimen flexibility (especially nutritional flexibility) are critical and 
interrelated goals for the school-aged child with diabetes, parents should 
avoid unrealistic demands for adherence to a meal, insulin or monitoring 
schedule that restricts the elementary-school child from active participation 
in age-appropriate school and peer activities. The newer, revised nutritional 
guidelines permitting more liberal carbohydrate intake* may obviate the 
social stigmatism previously experienced by these school-aged children. 


FAMILY FACTORS RELATED TO GLYCAEMIC CONTROL 
AND ADHERENCE 


Due to the relatively small number of children under the age of 6 with 
diabetes, there have been few, if any, studies on how family environment 
variables relate to glycaemic control and adherence. For school-aged chil- 
dren, this area has received more attention. One of the first empirical studies 
of families with children with diabetes under the age of 12 years was 
conducted by Waller and colleagues”. These authors concluded that for 
school-aged patients, more diabetes-related family guidance and control was 
linked to better metabolic outcomes, and that diabetes-related parental 
warmth and caring were important for optimal outcomes. Liss et al.°8 had 
similar findings in her study of children hospitalized with DKA, who also 
reported lower levels of parental diabetes-related warmth and caring. 
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Non-diabetes-specific family factors, such as conflict, stress and family 
cohesion, have also been linked to glycaemic control and adherence#®~™, 
Viner and colleagues™ found that high levels of family stress were 
correlated with poorer glycaemic control in children under 12 years of age. 
In addition, the authors found that social support was found to buffer 
the impact of general family stress on the children’s glycaemic control. 
The authors emphasized that the relationship between family stress 
and glycaemic control is ‘. . .bi-directional, with poor diabetic control produ- 
cing family stress, as well as family stress inducing poor control in the 
child’ (p. 420)". 

In contrast, other investigations have not found relationships between 
general family factors and metabolic control or treatment adherence in 
school-aged children®—°”. Various methodological and sampling issues 
have been used to explain these different findings with respect to the link 
between family stress and metabolic outcomes in school-aged children. 
Kovacs et al.°”, in a longitudinal study of school-aged children newly 
diagnosed with diabetes, found no relationship between metabolic control 
and two general measures of family life—parental perceptions of the quality 
of family life and the quality of the marriage. These authors speculate that 
‘metabolic control of children may be affected by aspects of family function- 
ing that are too subtle to have been captured by the measures of general 
functioning used in this study’ (p. 413). Moreover, Kovacs and her 
colleagues also suggest that a link between metabolic control and family 
factors in school-aged children may be shown by studying other variables 
that ‘mediate the relationship of family life to metabolic control’ (p. 413)°7, 
variables such as family behaviour with respect to regimen tasks. These 
authors also reported that for a small subset (approximately 7%) of their 
research families, poorer ratings of the family environment at diagnosis were 
related to subsequent poor metabolic control”. 

A second longitudinal study of school-aged children with newly-diag- 
nosed diabetes by Jacobson, Hauser and colleagues*”* revealed that the 
child’s perception of family conflict, as measured by a general family 
measure given at diagnosis, was the strongest predictor of poor adherence 
to insulin administration, meal planning, exercise and blood glucose moni- 
toring tasks over a 4-year follow-up period’. The relationship between 
family factors and metabolic control was not examined in this report. This 
connection between conflict, adherence, and glycaemic control was also 
examined by Miller-Johnson et al.°! In this study, parent-child conflict was 
a significant correlate of both adherence and glycaemic control. In multi- 
variate analyses, the relationship between conflict and glycaemic control was 
non-significant when adherence was entered into the model. These results 
indicate that conflict may interfere with glycaemic control by disrupting 
treatment adherence. 
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FAMILY INVOLVEMENT IN THE DIABETES MANAGEMENT 
OF A SCHOOL-AGED CHILD 


One area of importance for families and health care providers concerns 
issues of transferring diabetes care responsibilities from the parent to the 
child”. The expanding skills and increased cognitive abilities of the elemen- 
tary school child make it seem reasonable to transfer more and more daily 
diabetes care responsibilities. However, there is a growing consensus among 
recent empirical studies that children and adolescents given greater respon- 
sibility for their diabetic management make more mistakes in their self-care, 
are less adherent and are in poorer metabolic control than those whose 
parents are more involved™—©. Studies using diabetes-specific instruments 
have consistently found that older children assuming greater responsibility 
for the tasks of the treatment regimen are in poorer metabolic control than 
those who assumed less responsibility® ©. 

In her important review of the empirical literature on family responsibility 
sharing in diabetes, Follansbee®? concluded: ‘Cumulatively, these studies 
yield important information about the role of parent-child interaction in 
influencing youngsters’ assumption of diabetes management. It seems that 
interdependence, rather than independence, is a worthwhile goal’ (p. 350)°?. 

From these studies, it has become increasingly clear that parental involve- 
ment in diabetes management is required throughout the school-age devel- 
opmental period. Each family needs to negotiate its own acceptable pattern 
of parent-child teamwork, based on factors such as child temperament and 
parent availability. By identifying shared responsibility rather than child 
independence as the expectation for school-age children with diabetes, the 
health care team can help make parent involvement seem less inappropriate 
to the child or family. It is imperative that the family hears a clear message 
that diabetes management tasks must be protected from the child’s normal 
drive to achieve independent mastery. 


TREATMENT ISSUES FOR SCHOOL-AGED CHILDREN 


The goals of diabetes therapy for school-aged children are to: avoid severe 
metabolic decompensation (diabetic ketoacidosis); maintain normal height 
and weight; minimize the debilitating symptoms of either severely high or 
severely low blood glucose levels; establish and maintain a healthy psycho- 
social environment for the child and family; and maintain the involvement of 
family members in carrying out daily injections and blood sugar monitoring. 
At this age, children may be more able developmentally and intellectually to 
recognize and appropriately treat hypoglycaemia. Thus, as the child exits the 
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preschool period, the diabetes team can now work together with the family 
towards improved glycaemic control, with lower target blood glucose 
values. While attempting to improve glycaemic control, it is important for 
the health care providers to develop treatment regimens that are minimally 
interruptive to the child’s school day. For instance, lunchtime blood glucose 
monitoring and insulin administration should be prescribed only when 
necessary. 

Overall, the diabetes treatment team must try to teach problem-solving 
skills to the parent(s) and child to allow flexibility in the diabetes treatment 
plan. Similar to the preschool period, diabetes management therapy for the 
school-aged child is often reactive rather than predictive. During the 
elementary school years the family continues to be the ‘patient’. Parents 
are an important part of every medical office visit, and parents maintain 
telephone communication for follow-up at home. At the same office visit, the 
child and family may see more than one member of the diabetes care team. 
Because the child grows rapidly during this developmental period, frequent 
adjustments are needed in the meal plan. Therefore, school-aged children 
should see the nutritionist at least once each year. The mental health 
specialist on the team can be especially important in the prevention and 
negotiation of conflicts over diabetes care issues between the parents and 
others (such as school personnel) while the child is away from home. 

To ensure a safe school environment for the child, members of the health 
care team must be willing to help families communicate guidelines and 
expectations to school personnel. Diabetes information sheets, with the 
telephone number of the team, should be available for families to provide 
to the schools 


DISEASE COURSE AND RISK FACTORS: IMPLICATIONS 
FOR CLINICAL PRACTICE 


The groundwork for understanding stages of the disease course in diabetes 
has been laid by three major longitudinal investigations which have 
followed school-aged children recently-diagnosed with IDDM over the 
early years of their disease. Two research teams followed recently-diagnosed 
children and families over their first decade of life with diabetes*?:58:70-73, 
The third investigation, by Grey and colleagues” studied a newly diagnosed 
cohort of children carefully over their first 2 years of living with diabetes. 
The longitudinal study by Kovacs et al.”772 followed patients from 2-3 
weeks after diagnosis for 6 years. At the end of the first year, the initial 
emotional distress of both parents and children seemed to have resolved”>:76, 
However, results from yearly evaluations indicated that as IDDM duration 
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increased, patients’ emotional distress about diabetes management again 
increased. Children rated the management regimen as more difficult the 
longer they had diabetes’!. This result contrasted with the finding that 
mothers of these children found it easier to cope with IDDM as duration 
increased”. The finding that the mothers found it easier to cope with 
diabetes as duration increased ‘could reflect that the children had to take 
increasing responsibility for (their own) diabetes care’ (p. 630)”. Despite 
finding it easier to cope with diabetes, the level of emotional symptomatol- 
ogy in mothers also increased slightly after the first year. In addition, these 
longitudinal studies provided much evidence that initial emotional distress 
in both children and parents predicted later levels of such distress’!:”2. These 
studies indicate that clinicians may need to closely monitor children and 
their parents for signs of emotional distress as disease duration increases, in 
order to intervene early, especially if the family was initially unusually 
distressed. 

Kovacs et a also examined ‘non-compliance with medical treatment’ 
and demonstrated that 50% of patients will become non-compliant to the 
point of endangering their health. Non-compliance or non-adherence 
emerged at an average of 3.5 years post-diagnosis and at an average age 
of 15 years, indicating that years 3 and 4 following the diagnosis of IDDM, as 
well as the adolescent period, may be particularly high-risk times for non- 
compliance. The authors suggest that the period of time between diagnosis 
and the onset of adherence problems may reflect a critical period of 
adaptation of IDDM, and that because a low recovery rate was found with 
non-compliance, interventions to prevent its development are needed during 
the early period of adaptation. 

Adherence to the treatment regimen was also a focus of the longitudinal 
studies of Jacobson, Hauser and colleagues*”*:””, in which patients were 
followed from within the first 9 months of diagnosis. Jacobson et al.°° 
reported that within this patient cohort of newly-diagnosed children and 
adolescents, patients who were school-age at diagnosis (<13 years) had 
better adherence over a 4 year follow-up period than did patients who were 
older (>12 years) at diagnosis. Similarly, Jacobson et al.” found that initial 
child reports of self-esteem and social functioning and adjustment predicted 
subsequent adherence. Data from this longitudinal study revealed that 
‘patterns of adherence established early in year 1 are maintained over 
time’ (p. 523)°8, although deterioration in adherence occurred as duration 
increased. In addition, they found that the strongest predictor of treatment 
adherence 4 years after diagnosis was the child-reported level of family 
conflict near the time of diagnosis”. 

Data from this prospective study also indicate that early in the course of 
the disease, youths with IDDM establish a pattern of glycaemic level and 
regularity of medical appointment-keeping””. Youths with the best glycaemic 
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control in the first 4 years of IDDM who also maintained regular medical 
follow-up had the lowest incidence of retinopathy outcomes 10-12 years 
after diagnosis. Assessments of family psychosocial variables, such as 
cohesiveness , conflict and expressiveness, taken near diagnosis, indicated 
that a more favourable family environment (i.e. more cohesive and less 
conflicted) was associated with less deterioration in glycaemic control and 
fewer acute complications of diabetes, such as DKA and severe 
hypoglycaemia®”. Based on such findings, family environment at the 
time of diagnosis and early clinic attendance and adherence should be 
considered when assessing a child’s risk for complications and need for 
services. 

Grey et al.’* studied a cohort of 8-14 year-old children newly diagnosed 
with diabetes and a non-diabetic peer comparison group. The researchers 
reported that children’s adjustment problems at diagnosis disappeared at 1 
year post-diagnosis but reappeared at 2 years post-diagnosis, a pattern 
similar to that found by Kovacs et al.71:7275:76, Grey et al. argued that, 
while previous studies have suggested that the period immediately after 
diagnosis is the most crucial, their data suggest that a second period of 
adjustment occurs in the second year after diagnosis, and that intervention is 
important during the critical second year of life with diabetes for prevention 
of psychosocial deterioration”. 

These longitudinal studies over the course of diabetes in children have 
revealed three important points for health care providers. First, a period of 
difficulty in adjusting to diabetes appears to occur at diagnosis and also 
during the second year. Secondly, treatment adherence patterns seem to be 
established in the early years, 2-4 years post diagnosis. Third, family 
functioning and adjustment assessments may be important predictors of 
later adherence and diabetes control. The results of these studies indicate that 
interventions should be carried out after diagnosis and before poor adher- 
ence patterns can be established. The logical point for multidisciplinary 
family-centred interventions, which will support adherence to the rigorous 
treatment regimen by children and families, is, therefore, in the early years 
post-diagnosis. 

Several other important risk factors for poor diabetes control have been 
investigated in cross-sectional studies. Auslander and colleagues’*:” found 
that African-American youths are in significantly poorer glycaemic control 
than Caucasian youths. Lower levels of adherence in African-American 
youths contributed to this difference, as did a higher prevalence of single- 
parent homes. Single-parent families have been linked to poorer diabetes 
outcomes in several studies’®—®". In a study of correlates of illness severity at 
diagnosis, children from single-parent homes tended to have more severe 
symptoms of diabetes, such as DKA, than those living in two-parent 
families, suggesting that the stress of single parenting and insufficient 
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resources or support may prevent some single parents from seeking medical 
attention earlier in the disease onset®!. In a single-parent household, the 
entire burden of diabetes management falls on one parent, who may have 
less time to devote to his/her family due to the necessity to work. Financial 
resources are also typically more limited. Therefore, stress levels in such 
households may be higher than in two-parent homes. As discussed earlier, 
family stress has been correlated to glycaemic control in several studiest8 754, 
Auslander et al.” found that levels of family resources were also strongly 
related to glycaemic control. Furthermore, lower socio-economic levels have 
been implicated as a risk factor for poor glycaemic control and recurrent 
hospitalizations’**?. In light of the findings of these studies, it is crucial for 
health care providers to assess, at diagnosis and on an ongoing basis, the 
resources (financial, social and emotional) of the family of a child with 
diabetes. Although other minority groups need to be studied in relation to 
diabetes control, it seems reasonable to suggest that children from single- 
parent, low socio-economic status and/or minority homes be closely 
followed to assure early intervention if diabetes control deteriorates. 


CONCLUSIONS 


As we enter the twenty-first century, it is possible to have a more optimistic 
viewpoint about the prospects, progress and problems of children with type 
1 diabetes. In the context of improvements in treatment technologies®? and 
treatment recommendations!2, we confront a future in which the acute and 
the chronic physical complications of IDDM for children can be more readily 
prevented. In addition, two decades of behavioural research with children 
with IDDM and their families have helped to make it possible to identify 
some of the ‘predictable crises’** that occur as the child moves through the 
stages of normal growth and development and the phases of diabetes, as 
well as to identify critical family environment variables that signal potential 
problems. 

We have been encouraged by these recent treatment and research 
advances, and therefore, in this chapter, we have attempted to identify the 
intersection between research focused on behavioural and family issues in 
children with diabetes and diabetes treatment, with the goal of illustrating 
the potential for prevention of certain behavioural and family ‘complica- 
tions’ in childhood diabetes. Armed with a more comprehensive, develop- 
mental understanding of the impact of diabetes and its treatment on growing 
children and their parents, diabetes health care teams can work to prevent 
problems or to intervene before problems overwhelm families, and thereby 
improve the quality of life for children and families living with diabetes. 
Above all, health care providers must strive to provide a family-based model 
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of care, recognizing the impact that diabetes has on all members of the 
family. 

In our era of competition for health care resources, it becomes even more 
critical to ensure that the prevailing philosophy of ‘doing less’ does not move 
us backwards in the diabetes care of children and adolescents. Now, more 
than ever before, a multidisciplinary team is critical for the appropriate 
translation of advances such as the DCCT recommendations and for the 
prevention of problems—such as severe hypoglycaemia in the preschool 
period or premature responsibility for diabetes management by older 
children—that have plagued previous cohorts of children and families. 
Now that we can offer hope for a healthy future to young patients, as 
health care providers and investigators, we must discover the energy and 
vision to create feasible health care systems to deliver this improved, more 
advanced and comprehensive treatment to children and their families. 
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INTRODUCTION 


There is no widely accepted precise definition of what adolescence is, but it is 
commonly referred to as the transitional period between childhood and 
adulthood. As this not the place to discuss the social, cultural, historical or 
political construction of adolescence, for the purposes of this chapter 
adolescence is taken as referring to young people between 12 and 20 years 
old, thereby mapping fairly closely the teenage years. 

Whatever definition you use, the adolescent years are clearly a period of 
rapid change and development. Children progress through the education 
system to compete with adults for resources and jobs. This is accompanied by 
continued cognitive development, enabling young people to think in increas- 
ingly abstract ways and to become less receptive to authority figures. As they 
compete for jobs or higher education places, teenagers are attempting to 
establish their identity and lifestyle, and quite early on have to make choices 
that will affect their long-term career aspirations. Adolescents spend increas- 
ing amounts of time away from home, and their leisure activities become less 
structured, with ever-diminishing adult supervision or involvement. It is 
during this period that we learn how to form and maintain friendships and 
close intimate relationship with our peers. With puberty comes the adjust- 
ment to a changing body and interest in sexual relationships. The timing of 
puberty can also have a substantial impact on adolescent development, with 
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early or late onset of puberty having markedly different effects on boys’ and 
girls’ psychosocial development. With all these changes occurring in a 
relatively short period, probably ending with the adoption of lifestyles that 
will endure through adulthood, it would seem reasonable to suggest that 
adolescence provides us with the opportunity of having a lasting and 
significant impact on the health and well-being of individuals. 

Adolescence is a particularly critical time for young people with diabetes. 
Whether diagnosed in childhood or adolescence, it is during the adolescent 
years that the individual learns to take increasing responsibility for the 
management of his/her diabetes!~°. As they start to integrate their diabetes 
management tasks into their emerging lifestyles, teenagers directly experi- 
ence the relationship between their actions and blood glucose tests, if they do 
any. This will in turn influence their beliefs about diabetes, its treatment and 
how they will manage it. Therefore, these will be formative years in the 
development of such beliefs, which, once fully integrated and accepted by 
the young person, may prove difficult to change. 

Adolescence is also frequently seen as a time to change and intensify 
insulin regimens. Whether this is in response to trying to make diabetes 
management more flexible to fit with the young person’s lifestyle, or in an 
attempt to improve diabetes control, intensifying regimens adds to the 
demands of diabetes. The additional pressures to test blood glucose and 
adjust insulin can mean that intensification will result in increasing intru- 
siveness making the social life of young people even more difficult. 

Research consistently demonstrates that during adolescent there is a 
marked decline in metabolic control*~®. Although this decline is partly 
attributable to the physiological changes occurring at this time”®, the decline 
in self-care seen during adolescence is of equal if not greater importance? |". 
This deterioration is particularly marked and of concern in the area of insulin 
administration. Although self-report data suggested that missed insulin 
injections were common, the pharmacy record data from the DARTS 
database demonstrates that about 28% of young adults do not even obtain 
sufficient insulin to meet their prescribed regimen!!. 

In addition to insufficient insulin resulting in hyperglycaemia, repeated 
failure to inject insulin can result in diabetic ketoacidosis (DKA). Post- 
diagnoses and recurrent DKA, in the absence of other medical complications, 
is commonly caused by low levels of insulin administration”, with the 
incidence of recurrent DKA peaking during adolescence”. 

As if these diabetes burdens were not enough, for many young people, 
especially those diagnosed early in life, their annual review will begin to 
include screening for the complications of diabetes, adding to their anxieties 
and emotional burden. It is not surprising, then, that young people are more 
likely to drop out of the system and not attend outpatient clinics*”:48, 
Furthermore, with the emphasis on monitoring diet and weight, young 
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people, particularly young females, are at a greater risk of developing 
disordered eating patterns”*”°, which may lead to clinical eating disorders. 

This brief summary makes it clear that adolescents with diabetes are in the 
unenviable position of facing the same developmental tasks and demands as 
other young people, in addition to learning to manage and live with their 
diabetes. This poses healthcare professionals and parents with numerous 
challenges as they seek to maintain or improve diabetes control through this 
transitional phase, without depriving young people of the appropriate age- 
related experiences to enable development and growth. 

This complex array of diabetes and general developmental issues has 
generated a wealth of literature on the psychological aspects of paediatric 
chronic illness, and diabetes in particular. In order to review this literature 
and consider the implications for diabetes care, the determinants of three 
outcomes will be considered: the mental health of individuals (commonly 
referred to as adjustment, adaptation, well-being); the health behaviour of 
the person with diabetes (incorporating compliance, adherence, self-care and 
self-management); and the health status or metabolic control of diabetes. 
Quality of life will not be considered in this review, as it is a relatively new 
construct to be incorporated into paediatric health psychology, and there is 
little research using validated measures upon which to draw. 

To provide this chapter with a relatively coherent structure, it will move 
progressively from more individual psychological constructs, such as person- 
ality and beliefs, to increasingly social constructs, such as stress, and coping, 
before considering the role of the familial, peer and professional support the 
adolescent receives. Throughout, the practical implications of the research 
will be highlighted and areas for future research considered, with these 
practical implications being summarized again at conclusion of the chapter. 


KNOWLEDGE AND SKILLS 


It would seem natural to assume that knowledge of diabetes and its 
management, and competence in the accompanying injection, glucose moni- 
toring and problem-solving skills are important determinants of patients’ 
self-management behaviour and control of their diabetes. A series of meta- 
analyses and reviews consistently demonstrate that knowledge is predictive 
of better self-care and control'—!®, but the strength of the association is 
relatively modest, with standardized f coefficients ranging from 0.14 to 0.41. 
However, it should be noted that the association between knowledge skills 
and adherence is notably higher for adolescents than for adults, (r= 0.41 and 
r=0.15 respectively'®). Why this should be the case is unclear, with several 
conflicting explanations possible, which warrant further investigation. 
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Regardless of this finding, despite the abundance of education at diagnoses, 
it should be remembered that the emotional upheaval experienced at this 
time may also serve to prevent retention of knowledge. Furthermore, for 
those diagnosed in childhood, the vast majority of education is targeted at 
the parents, with a formal programme of education for adolescents being the 
rare exception rather than the rule. We also cannot assume that parental 
knowledge, skills and experience will automatically be transferred to the 
growing child, or that parents always have the depth of knowledge and 
understanding necessary for them to educate their child. 

That education and skills training may well succeed in making the 
individual more skilled and knowledgeable is not disputed, but this does 
not in itself guarantee changes in the individual’s behaviour and control of 
his/her diabetes, an issue that is frequently not considered. For example 
some researchers have assumed that poor self-care may be the result of 
adolescents lacking the skills necessary to deal with the social consequences 
of managing their diabetes appropriately. This resulted in interventions 
geared at improving adolescents’ social/stress management skills!”~7°. 
However, in only one of these studies’? did the intervention have a 
significant impact on diabetes control. Although the lack of significant 
results in these studies may be attributable to a number of methodological 
factors, it may well be that a lack of social skills is not the issue. 

Thomas and colleagues”! assessed the problem-solving skills in social 
situations of adolescents with diabetes. Despite the fact that the young 
people could generate a range of solutions to the dilemmas posed, they 
deliberately chose less regimen-adherent and more peer-acceptable actions. 
This suggests that the adolescents did not lack the social/stress management 
skills necessary to manage their diabetes appropriately, they consciously 
chose not to use them. This is further supported by data indicating that 
young people with the greatest social skills actually had the poorest control 
of their diabetes!?. This suggests that although diabetes knowledge and skills 
are necessary for good diabetes management, there are no guarantees that 
this knowledge and skill will be utilized by the adolescent. However, it 
should never be assumed that adolescents have the requisite skills and 
knowledge for successful diabetes management. As a result, ensuring 
adolescents have adequate knowledge and problem-solving skills should 
be a fundamental first step in any programme of adolescent diabetes care or 
intervention for adolescents”*”*. 


PERSONALITY 


Since it was established that there is no such thing as a ‘diabetic personality’, 
researchers have to a large extent abandoned the examination of causal 
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relations between personality and diabetes self-care, metabolic control and 
adjustment. Although a few studies have examined personality or tempera- 
ment as predictors of diabetes outcomes, they have provided equivocal 
results” 28:78.85.97,102| The confusing nature of these results may well be a 
result of the fact that personality is still undergoing development throughout 
adolescence??*". In addition, it is only within the last decade that personality 
researchers have begun to form a consensus about the core personality traits, 
namely the ‘big five’, extroversion, agreeableness, emotional stability, open- 
ness to experience/intellect and conscientiousness*!~°3. Furthermore, broad 
personality types in adolescents, based on the related dimensions of ego 
resiliency, ego control and the ‘big five’ personality constructs, are stable 
across populations and related to a range of adjustment measures in 
adolescents*. 

This also highlights the relatively consistent results of research that has 
looked at the ego development of children and adolescents with diabetes. 
Several studies have found that more mature ego development (impulse 
control, moral development, quality of interpersonal relations) is associated 
with better control of diabetes, both cross-sectionally*>*, and in a 4 year 
prospective longitudinal study”. Furthermore, mature ego development has 
also been associated with better metabolic control and higher self-esteem**. 
With recent research indicating that ego strength (dependability, trust, lack of 
impulsivity) is associated with longevity and protective health behaviours”? 
this is clearly an area worth further investigating. 

Potentially, interventions may be able to enhance ego development, 
particularly impulse control, and provide long-term benefits for young 
people with diabetes that may also generalize to other aspects of their 
lives. Knowledge of an adolescent’s personality may enable educators to 
fit their programmes, both in terms of style and content, more closely to the 
individual’s needs. For instance, more extraverted young people may gain 
more from group sessions, whereas more introverted adolescents may have a 
greater need for social skills training. 


BELIEFS, COGNITIONS AND ATTITUDES 


Much of what we do and say is determined by the way we conceptualize 
and perceive our environment. It would therefore be rather surprising if our 
internal representations of ourselves and environment did not play a 
profound role in influencing our behaviour and our emotions. As a result, 
psychology has generated a plethora of theories (e.g. Health Belief Model, 
Theory of Reasoned Action, Protection Motivation Theory, Self-efficacy 
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Theory, etc.) in an attempt to provide a coherent means by which to 
conceptualize our cognitions and their interaction. 

However, the research on adolescent diabetes has rarely set out to test any 
of these social cognition models, with some notable exceptions*”-*’. Instead, 
researchers have tended to include a diverse range of constructs in their 
study protocols. Therefore, rather than evaluate the theories used by 
researchers, conceptually similar constructs will be considered here, to 
evaluate their utility in predicting health outcomes in adolescent diabetes. 
Constructs in three key areas will be considered: (a) illness representations, 
which are constructs that refer to the individual’s beliefs about his/her 
diabetes; (b) self-beliefs, which refer to the beliefs individuals hold about 
themselves and their abilities; and (c) strategy or outcome beliefs, which refer to 
beliefs about strategies and obstacles to managing diabetes and the conse- 
quences of these strategies and outcomes. 


ILLNESS REPRESENTATIONS 


Different conceptualizations or theories have been utilized to structure the 
way people think about their illness episodes. However, these are largely 
theoretically driven models, developed within a Westernized biomedical 
view of health and illness. An alternative approach to illness representations 
is to look for consistencies in the lay person’s conceptualizations of illness 
episodes, and use these lay models as a guide. Stemming from work in 
medical anthropology, personal models of illness are derived from this line of 
reasoning. From a relatively atheoretical standpoint, researchers using a 
range of different methodologies have come to agree on five basic dimen- 
sions to the way we think about illness. These are: the illness’s identity and 
associated symptoms; its cause; the consequences of the illness; how long it 
will last; and treatment efficacy“ *°. Using the personal models approach 
has the additional benefit that the constructs used by researchers not using 
this paradigm can be readily transferred and interpreted within these five 
broad domains. 

Although not explicitly measuring illness identity, some studies note that 
those adolescents who report more symptoms have poorer control of their 
diabetes®:*?. The problem here is the direction of causality, as it would be 
expected that those in poor control of their diabetes, with its extremes of 
blood glucose levels, are more likely to experience the symptoms that are 
associated with diabetes, compared to those who control their blood glucose 
within or close to the normal range. The other aspects of an illness’s identity, 
such as what is wrong with the patient, what is insulin, etc., are very much a 
part of diabetes education and, as such, would be subsumed into the area of 
diabetes knowledge. 
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Causal beliefs or attributions have received little research attention, but a 
couple of studies have examined the individual’s attributional style. Brown 
and colleagues found that children who tended to make more internal, 
stable and global attributions for negative events had better glycaemic 
control. The same group of researchers, looking at adjustment across three 
chronic illness groups, also report that a more pessimistic attributional style 
was associated with poorer self-rated adjustment*’. 

One personal model construct that has received more attention is that of 
the consequences of having diabetes. These studies use measures of 
perceived severity of diabetes, perceived susceptibility to complications, 
perceived impact and a combined threat of diabetes measure, and have 
failed to provide any consistent results in relation to self-care or metabolic 
control*0—42:54—7, 

A more immediate consequence of managing diabetes is the problem of 
severe hypoglycaemia. With the risk of coma or even death, it is not 
surprising that Green and colleagues*, in a replication of adult work, 
found that those adolescents who were more worried about hypoglycaemia 
had poorer metabolic control of glycated haemoglobin. However, whether 
this is a function of self-management to avoid hypos, or the effects of 
increased anxiety has not been established. Those young people who 
worry excessively about hypoglycaemia, and seek to avoid it, may especially 
benefit from Blood Glucose Awareness Training (see Chapter 8), to have 
more confidence in their ability to detect the early signs of hypoglycaemia 
and take earlier remedial action to prevent it. 

Although perceptions about the consequences of diabetes have been 
inconsistently related to self-care or metabolic control, these perceptions 
are consistently associated with psychological adjustment 55.57:59-61. This 
suggests that using fear of complications to motivate young people is not an 
approach that should be used lightly, and that it is critical that, when 
discussing the complications of diabetes, young people should at the same 
time discuss how they can work to avoid these complications. Fear should 
not be used in isolation: if it is, it is frequently counter-productive, increasing 
anxiety and depression, which may then in turn adversely affect self-care 
and metabolic control. 


SELF-BELIEFS 


Beliefs individuals hold about themselves and their abilities can be categor- 
ized into three broad domains; value, capacity and control beliefs. Self-value 
beliefs, such as self-esteem and self-concept, reflect the way individuals 
describe or perceive themselves. These beliefs are typically measured using 
value judgements, self-descriptions or self-discrepancy models. However, 


32 Psychology in Diabetes Care 


these are primarily considered in the literature as indicators of adjustment or 
emotional well-being, and as such are seen to influence self-care and 
metabolic control in the same way as these more generic indices. 

Self-capacity beliefs refer to individuals’ beliefs in their ability to perform a 
task, and are similar to the concept of confidence. The construct widely used 
here is self-efficacy, which has been consistently related to adolescents’ 
health behaviour*?©2-%, with further studies reporting an association 
between self-efficacy and measures of metabolic controP”®:°. A further 
study% found that adolescents who perceived themselves to have the energy 
and will power needed to manage their diabetes were in better control. 
Furthermore, Grey and colleagues® found that higher self-efficacy was 
associated with better quality of life, less depression and higher self-esteem. 

These studies are all cross-sectional and do not resolve the issue about the 
direction of causality. Theoretically, with skilled support and education 
utilizing the principles underlying Bandura’s work on enhancing self- 
efficacy, and Vygotsky’s work on supporting cognitive development”, 
health care professionals and parents should be able to enhance adolescents’ 
sense of competence and confidence in managing their diabetes. 

However, one major barrier to achieving this, especially in adolescents, 
with the unpredictable effects of growth hormones to be considered, is the 
apparent lack of immediate response of their blood glucose tests to their self- 
management efforts. If self-efficacy is to be enhanced, it is essential that 
health care professionals focus on young people’s behaviour, not their blood 
glucose records or metabolic control. This involves a huge change in habit, as 
it requires that the consultation is focused on an adolescent’s actual beha- 
viour, which means that the adolescent has to be comfortable with being 
honest and feel that he/she is respected and valued unconditionally”. 
Added to this change of focus to behaviour rather than physiology, it is 
equally imperative that health care professionals change their emphasis from 
the negative, and what has not been done, to the positive, and seek out 
success in young people, even if ‘success’ only means that they actually told 
you they did not do any glucose tests. 

Control beliefs refer to individuals’ perceptions of the control they have 
over their life and environment, and can be seen to reflect their beliefs in self- 
determination, karma or fate. The most commonly used construct in this area 
is locus of control, which was initially thought of as a continuum, with an 
internal locus at one end (self-determining) and an external locus at the other 
end (luck, fate, no control). Using a general measure of locus of control, 
several studies reported that it was not associated with metabolic 
control!®:©:72:73.76-79 | However, more recent developments in this area now 
consider locus of control along three distinct dimensions, with the external 
dimension split into the roles of ‘powerful others’ and ‘chance factors’, and 
also highlight the need to measure control perceptions specific to the domain 
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under investigation. In the light of these theoretical developments, research- 
ers have used health and diabetes-specific locus of control questionnaires, 
but unfortunately, these studies have similarly failed to generate consistent 
results’:1®.51.82.54 although two studies have suggested that greater percep- 
tions of control are related to psychological adjustment®°*”, 

The failure to find a consistent relationship between perceived control and 
health outcomes is surprising, considering the results using this construct in 
adults®*:8°, However, it should be remembered that adolescence is a devel- 
opmental period in which young people are being given increasing amounts 
of responsibility and independence. Their own behavioural responses, there- 
fore, are at times limited by adults, and this may be reflected in their control 
beliefs. More pragmatically, though, the research in this area has almost 
exclusively relied on blood glucose control as its dependent variable, where 
behavioural measures are more relevant. Furthermore, this research has 
examined only linear associations, when it may be that more realistic beliefs 
are adaptive for promoting diabetes self-care and control. Believing that 
everything is under our control, or that everything is due to chance are self- 
evidently maladaptive beliefs. 


STRATEGY BELIEFS 


Strategy beliefs, which incorporate outcome expectancies, relate to indivi- 
duals’ beliefs about the strategies they may adopt to manage their diabetes, 
their efficacy, consequences and outcomes. Traditionally, the research in this 
area has used two key constructs; benefits of and barriers to (or costs of) 
diabetes self-management. Although results with these constructs in relation 
to metabolic control have been contradictory*"!, they are consistent predic- 
tors of self-care behaviour. The more barriers to adherence reported, the 
poorer adolescents’ self-care*!47°.°!, and the greater the ratio of benefits to 
barriers/costs, the better their self-care*”””. 

Although derived from lay representations of illness, treatment efficacy is 
also closely related to these constructs, particularly the benefits of adherence. 
Where adolescents’ perception of the efficacy of the diabetes management 
regimen has been assessed, it has been consistently related to self-care 
behaviour. The more efficacious they think their treatment regimen is to 
manage their diabetes, the better their self-care*2?5:59.92:93 However, more 
recently researchers have made a distinction between efficacy of the regimen 
to control diabetes and efficacy of treatment to prevent complications. 
Although both constructs were associated with self-care, it was the short- 
term beliefs about controlling diabetes that were consistently the better 
predictors of self-care behaviour, both cross-sectionally and prospec- 
tively50-51.55.59, 
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Although the research on adolescents’ beliefs has covered a broad spec- 
trum of constructs, very few have attempted to test particular social cogni- 
tion models. On top of this lack of theoretical coherence, these studies are 
subject to a wealth of criticism. In essence, these studies are attempting to 
predict behaviour from cross-sectional assessment of beliefs. However, as 
Weinstein and colleagues recently pointed out™, these studies are actually 
conducting analyses that reflect individuals’ accuracy of perceptions or 
cognitions, rather than testing any causal hypotheses. Furthermore, almost 
exclusively the research reviewed here failed to control for past behaviour, 
when this has been shown to be the most important predictor of current and 
future behaviour”. So, although this research has identified several key 
constructs, it provides no clues as to which of these are determining 
behaviour and which are determined by behaviour. Prospective and inter- 
vention studies are clearly indicated if the role of cognitions, beliefs and 
attitudes are to be considered as key determinants of self-care behaviour, 
metabolic control or well-being in adolescents. 


STRESS AND COPING 


It has been postulated that stress may affect diabetes control either directly, 
through the stress hormones affecting blood glucose levels and insulin 
metabolism, or indirectly, through stress leading to changes in self-care 
behaviour. A number of studies have found an association between stress 
and glycaemic control®®?5-%.98-105, although some studies have not repli- 
cated these results3>107-110.112.113, possibly due to relatively smaller sample 
sizes or the use of unvalidated measures. However, together with the adult 
literature, this data has led to the widely accepted conclusion that diabetic 
control is affected by stress in a young person’s life, although these studies 
do not resolve the mechanisms of influence. Although several studies report 
no association between stress and adherence!:101.1%.110 in their 6 year 
longitudinal analysis of 52 children and adolescents with diabetes, Goldston 
and colleagues” found that the psychiatric diagnosis of non-compliance 
with medical treatment (based on DSM III criteria) was associated with life 
event scores, and both stress and non-compliance were associated with poor 
metabolic control. The substantial difference in results between this and 
other studies linking adherence and stress is the use of the number of days 
that an individual would meet a psychiatric diagnosis of non-compliance. 
This is at the extreme end of the self-care spectrum and dichotomizes the 
self-care behaviour of individuals. The strength of the association in this data 
suggests that there may be a floor effect in the relationship between stress 
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and self-care, which would not be highlighted with the linear analysis used 
in the other studies in this area. 

In contrast, when using structural equation modelling with a sample of 
127 young people with diabetes, Hanson and colleagues"! found that stress 
was indirectly associated with adherence via its effect on family relations. 
However, the effect size of this pathway was much weaker than for the direct 
effect of stress on metabolic control. Further support for direct physiological 
effects comes from a study using an exercise stress test. Yasar and colleagues 
found that this task induced an increase in blood sugar levels in only about a 
third of their sample of children and adolescents with IDDM!!!; for this 
subgroup only, this change in blood sugar levels correlated with changes in 
the blood norepinephrine and epinephrine levels, which are known to 
increase when experiencing psychological stress. 

Although it is not possible to experimentally manipulate the life stress 
experienced by young people with diabetes, an alternative approach is to try 
and change their stress-management behaviours. Two studies have 
attempted to improve the stress-management behaviours of adolescents!”””. 
Both studies showed a significant improvement in daily hassles, especially 
those related to diabetes management, but the interventions failed to impact 
significantly on either self-care or glycaemic control of participants. These 
negative results could well be a function of a number of confounding factors, 
especially with the small sample sizes involved. They could be a conse- 
quence of individual differences in stress reactivity1!1-116-119, which would 
mean that these programmes would only have a significant impact on blood 
glucose regulation for those young people who are highly stress-reactive. 

This is an issue which clearly needs resolving if the role of stress in 
diabetes control is to be illuminated. In addition to individual differences in 
reactivity, some evidence suggests that there may be substantial variation in 
the types of stresses people respond to!!™118, These results, which replicate 
work with adults, suggest that for a stress-reactive subgroup of individuals, 
stress mainly affects blood glucose control through direct physiological 
mechanisms, although there may be also be a small indirect effect on control 
via health behaviour. Therefore, it would seem reasonable to conclude that 
offering stress-management training interventions to all young people would 
not be cost-effective. These approaches should be targeted at a stress-reactive 
minority. DuTour and colleagues’!!? data from an adult study suggests that 
individuals can tell how reactive to stress they are, and are possibly capable 
of self-selecting for this kind of intervention. However, adolescents may lack 
the experience and/or insight to determine whether they are stress-reactive, 
and some assessment may be needed. 

In relation to psychological adjustment, experiencing fewer life events has 
been found to be consistently associated with better psychological 
adjustment: 102-105109, However, the number of studies in this area is limited, 


36 Psychology in Diabetes Care 


and this work needs replication before an association can be considered 
definitive. 

Considering the lay perspectives of people eating, drinking or smoking in 
times of stress, the weak relationship between stress and self-care is 
surprising”. One factor that may explain these results is consideration of 
individual differences, such as coping style or personality type as a mediator 
or moderator of the impact of stress in the adolescent’s life. 

Several studies have documented a move from more problem-focused or 
primary coping in childhood to more emotion-focused coping in adol- 
escents!?!, with young people with diabetes being no dif-ferent”2-84:87.110,122 
This raises the question whether the decline in self-care seen in many 
adolescents is a function of their uptake of more emotion-focused coping 
strategies. However, the research to date has generated conflicting results for 
blood glucose control, two studies reporting an association between coping 
style and blood glucose control® ©, whilst two further studies report no 
such association!®”:!!9, The conflicting nature of these results is not surpris- 
ing, as again association between coping and control would be expected to 
be indirect via their self-management behaviour. A couple of studies have 
reported on associations between coping and self-care, both of which 
supported the suggestion that more emotion-focused coping or avoidance 
was associated with poorer health behaviour®”!”. 

However, it is the interaction between stress and coping that is probably 
most important, and was examined in a more detailed Japanese study by 
Nakumara and Kanematsu'”. They found that more stressed adolescents 
were more likely to cope by using more ventilation, eating, avoiding home 
and praying. When looking at their self-care behaviour, it was these coping 
strategies in combination with high stress that were associated with poorer 
self-care. Similarly, when predicting diabetes control, it was those young 
people who had low stress and higher coping scores that had better control. 

Similar results have been found for the relationship between coping 
strategies and psychological adjustment, with more emotion-focused 
coping associated with worse adaptation”!:!!°. Research to date sug- 
gests that coping styles could play an important role in explaining the 
decline in self-care and metabolic control in adolescents. This is clearly 
an area requiring further work, but at present the data would suggest 
that trying to encourage young people to use a greater range of more 
problem-focused coping strategies may be a useful means by which to 
help them live with and manage their diabetes. Indeed, using coping skills 
training as an adjunct to intensifying adolescents’ insulin regimens, had a 
significant impact on adolescents’ metabolic control, quality of life and 
ability to cope with diabetes, compared with only intensifying the injection 


regimen? ; 
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The vast majority of research on young people’s social environment has been 
focused on the family. This can be considered to consist of two broad aspects, 
its objective composition (such as number, age and gender of siblings, 
including birth order) and its subjective experience of social interactions. 
With the changing nature of our society, parent-child relations can take on 
increasingly varied forms, and although the traditional family, a child living 
with their two biological parents, is probably still the norm, there are 
increasing numbers of children in one-parent and reconstituted families. 

Some studies have reported that young people in non-traditional families 
have poorer diabetes control than children in traditional families! 14, In a 
more detailed analysis of family composition, Marteau and colleagues!” 
found that it was only children not living with a biological parent (always 
the mother in this study) that were in significantly worse metabolic control. 
However, neither of these studies made attempts to match their comparison 
group. With changes in family composition arising from separation, divorce, 
bereavement and remarriage, all of which are accompanied by changes in 
finances, personal resources and the family environment, it is important to at 
least to control for some of these factors. 

This was highlighted by Hanson and colleagues! who compared 30 
traditional families with 30 matched father-absent families. Their analysis 
indicated that, although there were no differences between groups on 
metabolic control of diabetes, the father-absent adolescents with diabetes 
were more adherent to their treatment than adolescents from the traditional 
families. Although not conclusive, this more methodologically rigorous 
study would suggest that it is probably not the actual family composition 
per se that is important, but the subjective elements of the family environ- 
ment that is important when considering health in adolescents. 

The role of the family environment in supporting the young person with 
diabetes is probably the most extensively researched area on adolescent and 
childhood diabetes. To provide a means of integrating the very disparate 
operationalizations used in the research, two dimensions that family 
researchers, reviewers and theorists have consistently identified will be 
used. The labels more usually used for these dimensions are family support 
and family control. Family support comprises behaviours which foster in an 
individual feelings of comfort and belonging, and that he/she is basically 
accepted and approved of as a person by the parents and family. Family 
control reflects an environment which directs the behaviour of an individual 
in a manner desirable to the parents, to the power base in the family!””. 

A number of studies report significant associations between family 
support and psychological adjustment!?4- 128-131, with two smaller studies 
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reporting no significant association between family support and 
adjustment!8%133, In a review of the general paediatric literature, Drotar!*4 
concluded, that, although most studies found an association between 
support and adjustment, with better adjustment associated with more 
supportive families, this finding is by no means universal. 

Although several studies report significant associations between family 
support and glycated haemoglobin, with greater support associated with 
better control*?-82:101,123,125,131,135,140 there are an equally impressive number 
of studies failing to support this association’?:81:54.91.121,124,128,141,143.144 | with 
longitudinal studies also producing mixed results!2!:123.156,142,143 | However, 
family support would appear to be relatively consistently related to self-care 
behaviour*?::82,91,101,128,139,146-148 with no identified studies failing to find 
an association between some aspect of family support and self-care beha- 
viour. Furthermore, Liss and colleagues!9” found that adolescents who had 
been admitted for DKA subsequent to diagnosis came from less supportive 
family environments. The importance of family support for diabetes self-care 
is highlighted in the structural equation modelling of Hanson and 
colleagues!. Although family stress was directly associated with metabolic 
control, family relations affected diabetes control indirectly through its 
association with adherence. Furthermore, no one subscale of support 
shows consistent relations with self-care across studies. This suggests that 
family support is important in promoting self-care, but exactly which aspects 
are important remains to be resolved. 

Conflict in the family is frequently cited as the key aspect in determining 
the level of family support, but the literature fails to provide consistent 
support for this**!?°, For instance, even when using the same measures and 
protocol, Miller-Johnson and colleagues!? found substantial differences in 
the role of conflict between adolescents receiving their diabetes care in 
private compared to public practices. Furthermore, although Hauser and 
colleagues° found that initial levels of adherence were associated with 
conflict, changes in conflict were not associated with changes in adherence 
over the 4 years of their prospective longitudinal study. This may be a result 
of conflict over minor issues being common and even normative in adoles- 
cence, with some commentators arguing that conflict in the family is 
essential for the development of young people’s interpersonal skills!49-1!51, 
However, it is important to remember that extreme levels of conflict, and/or 
conflicts that remains continuously unresolved, are likely to disrupt the 
family and impact on poor control. Therefore, communication and conflict 
resolution may be a more critical issue, as highlighted by Bobrow and 
colleagues”, who examined the interaction between mothers and adolescent 
daughters with diabetes. They concluded that adolescent girls who had 
adherence problems had interactions with their mothers that were ‘not 
conducive to opening up about deeper concerns’ and that ‘good adherers 
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and their mothers were judged to be lower on seemingly unresolved 
conflict’. Alternatively, conflict within the family may act as a normative 
stress (i.e. one that is experienced by most adolescents as part of their 
negotiating independence from parents), or non-normative stress (in the 
context of family break-up), which acts to increase stress. As highlighted by 
Hanson and colleagues!°!, family stress would seem to have both a direct 
effect on diabetes control and an indirect influence on adherence by affecting 
family relations. This also highlights the need for greater refinement in the 
operationalization of constructs, with minor conflict, conflict resolution, and 
family stress clearly overlapping and influencing one another. However, if 
conflict resolution is the key problem, then interventions designed to provide 
families with the skills and strategies to resolve conflicts, with resulting 
benefits for the family as a whole and for the management of diabetes, 
would be helpful, and this is an approach being developed in some 
centres!!5:154. 

Moving on to consider the dimension of family control, the results fail to 
support a strong association between measures of family control and 
adjustment, metabolic control or self-care, some studies reporting a signifi- 
cant association7?:8!:84.91,122,128,130,131,133,138,140,142,144 whilst others do not 
support an association!?:8!:82.91.95.105,121,123,124,128, 136, 137.139.141.143, 146,152,153 

Although linear associations are not consistently evident in these studies, 
this may be a result of the failure to consider the possibility of non linear 
associations. Gustafsson and colleagues’ split their samples into those 
whose family were in the balanced range and those in the disturbed range 
of family functioning (either above or below the balanced area). They found 
that participants from balanced families were in significantly better control 
of their diabetes than those in the disturbed range. This conception of 
balanced vs. disturbed family functioning clearly needs further considera- 
tion. It is more likely that the extreme ends of family functioning cause the 
problem, rather than looking for a continuum of family functioning that the 
parents and child need to move up in order to improve diabetes self-care and 
control. 

Alternatively, the lack of consistency in results may be a consequence of 
the lack of specificity in the measures of family control measures. Research 
that has looked at the degree of parental involvement in diabetes care has 
produced noticeably consistent results. The greater responsibility taken by 
the adolescent with diabetes, and the less parental involvement, the worse 
their control: 106:109.140,141,144,156. More detailed examination of parent and 
child perceptions of responsibility indicated that where no-one was taking 
responsibility, the young person with diabetes was in worse diabetes 
control'®>, This handing over of responsibility needs to be not only nego- 
tiated and managed but also to match the maturity of the individual and 
his/her ability to take responsibility” °° 
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Adding weight to the critical role of continued parental involvement in 
diabetes management is research on the problem of recurrent diabetic 
ketoacidosis. White and colleagues!” identified lack of parental involvement 
in diabetes care as a common problem in their sample of poorly controlled 
and recurrently re-admitted young patients. Furthermore, intervention 
studies™8-162 that have had a significant impact on metabolic control 
included a focus on strategies for negotiating appropriate levels of parental 
involvement and adolescent responsibility for diabetes care. Addressing this 
issue is also something that could be readily integrated into normal diabetes 
care and consultations without increasing diabetes-related conflict!8-159, 

The results of these studies replicates the data on general adolescent 
development, which also implicates parental involvement as the single most 
important predictor of positive adolescent outcomes!®°. The key to under- 
standing this approach is to acknowledge that the major developmental task 
of adolescence is movement away from dependence on the family, not 
toward complete independence but rather toward interdependence. Inter- 
dependence does not require the adolescents to distance themselves emo- 
tionally from parents, but requires a reorganization in which the family 
members renegotiate and redistribute responsibilities and obligations!*®. 


PEERS 


In a recent review of research on paediatric chronic illness, Glasgow and 
Anderson!® called for a number of conceptual issues to be addressed in 
future research. With the vast majority of research being conducted on the 
family, they ‘recommend that greater attention be paid to the social context’ 
in which the adolescent lives. In particular, La Greca!®:16 noted the paucity 
of research on the role and influence of the adolescent’s peer group at a time 
when friendships develop and peer influence becomes increasing important. 
Studies have shown that peers and friends are an important source of 
emotional support for adolescents with diabetes™9?:!48:166, However, it is 
not just the supportive behaviour of adolescents that is important. Kyngas 
and colleagues!” report that some adolescents have friends who seem to 
dominate their lives, sometimes tempting them to break their treatment 
regimens and make self-management difficult. Friends can be both suppor- 
tive and unsupportive, and may serve to help with some aspects of the 
regimen and yet hinder others!®. 

Dunning! reported on a range of adolescents’ self-management beha- 
viours, and found that 66% reported skipping insulin injections to fit in 
socially. Jacobson and colleagues found that 55% of adolescent newly- 
diagnosed diabetics did not talk about their diabetes with their friends, and 
35% thought that their friends would like them better if they did not have 
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diabetes. Simonds and colleagues” and Bobrow and colleagues” also found 
that adolescent diabetics were sensitive to being different, and felt that they 
were treated differently because of their diabetes. Meldman!® reports that 
many adolescent diabetics found that having diabetes made it difficult to be 
spontaneous and socially acceptable, expressing fears that at parties or 
restaurants, having to go and take an insulin injection may result in others 
thinking they were drug addicts. As well as having to deal with the social 
pressures associated with being part of a peer group, adolescent diabetics 
may be more sensitive to feeling different from their peers. Additionally, 
Meldman found that young people were afraid of being identified as ‘freaks’ 
or ‘weird’ by their peers. The adolescent diabetic is aware of these pressures 
and states that peer support is important, ‘those who did not have it wanted 
it, and those who had it appreciated it’ 166, 

Despite these descriptive studies, only a few studies have explored the 
relationship between the adolescents’ peer support and their diabetes 
management or psychological adjustment. La Greca and colleagues'*® re- 
ported that peer support was associated with self-care, but this relationship 
did not remain after controlling for family support. However, this study did 
not consider the negative aspects of peer relationships, which is a key 
component of the social relationships, particularly in adolescence!®’. How- 
ever, including the negative aspects of peer relations may not be the key to 
understanding the importance of peers for young people with diabetes”"?. 
Rather, as postulated by Wallander and Varni!”, adolescents need both 
supportive family and supportive friends if they are going to integrate dia- 
betes management into their daily lives. This is supported by a 6 month 
prospective study of adolescents, where neither family or friend support 
alone predicted self-care behaviour, but the combination of the two did. 

In addition to providing support for self-management, the emotional 
support provided by friends is likely to be associated with well-being in 
adolescents with a chronic illness!®*. Two studies of adolescents with 
diabetes™ 13? found that lower peer support was associated with poorer 
psychological adjustment. However, the data from a prospective study again 
supports the need for both supportive family and friends for optimal 
adjustment. In addition, in a study looking at adjustment across several 
chronic conditions, it was the presence of both family and friend support that 
was predictive of better psychological outcomes!””, From the limited 
research to date, it would seem that the social aspects of diabetes are 
important for adolescents, and that they are highly likely to put their 
social worlds before their diabetes management”!. This conflict between 
social and diabetes pressures may also be important determinants of their 
emotional well-being, and therefore, diabetes care teams should strive to 
work alongside young people so that they can enable them to manage their 
diabetes but not at cost of their social life. 
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HEALTH CARE PROFESSIONALS 


Repeated literature searching has succeeded in identifying only a few studies 
that focused on the role of the paediatric diabetes care team in supporting the 
young person with diabetes. Hanson and colleagues??? asked 96 adolescents 
and their parents to complete a questionnaire assessing their attitudes 
towards physicians and their care team across three areas; the personal 
qualities of the physician; the professional competence of the physician; and 
the cost and convenience of health care. 

They found that there was little intra-family agreement. Although pater- 
nal and maternal ratings were significantly correlated, the adolescents were 
more satisfied with the personal qualities of the physician than their parents, 
and the fathers were less satisfied with the cost and convenience of health 
care than mothers or adolescents. Following on from these differences, it was 
the adolescents’ perception of their physician’s personal qualities that were 
related to their adherence behaviour. In contrast, parental perceptions of the 
physician’s professional competence were associated with adherence. In 
relation to metabolic control and hospitalization rates, only the youths’ 
perceptions seemed relevant, with greater professional competence asso- 
ciated with worse control, but fewer hospitalizations. Auslander and 
colleagues® also examined mothers’ satisfaction with their child’s medical 
care. Again, parental satisfaction was associated with the adolescents’ 
reports of self-care, but not maternal reports of adolescent self-care. 

Although not the primary focus of the studies, a few other studies have 
considered patient-doctor relations. Burns and colleagues*! found that 
adolescents who reported worse relations with their medical caregivers 
had worse glycated haemoglobin, but there was no association between 
control and the parents’ reports of relations with medical caregivers. 
However, Bobrow and colleagues” found no associations between how 
much adolescent girls liked their doctor, whether the doctor gave them 
enough time, or whether they thought the doctor encouraged questions and 
their adherence. Similarly, McCaul and colleagues® found no association 
between adolescents’ satisfaction with medical care and self-care. 

The research that has been done has not contributed significantly to the 
field, as it has primarily relied on satisfaction measures. As Golin and 
colleagues!”! pointed out, satisfaction is a measure that is a combination of 
two constructs, expectations or demands the individual has of their care 
team, and their perceptions of what care they actually receive. Before 
collecting data on this issue, researchers should take a step back and 
examine the content of diabetes care. Once the differing components, such 
as provision of knowledge, transfer of complex skills, provision of emotional 
support and supporting decision making of the care teams’ work are 
established, the quality and quantity of these facets can be assessed. 
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Confounding patient expectations and perceptions of care received will only 
serve to distort the assessment of the care teams’ work. With clinicians 
striving to optimize their effectiveness in the wake of the DCCT results, this 
is clearly an area that would benefit from a wealth of theoretical and 
empirical development. 

However, the recent work of Kyngas!*” points to a potential way forward, 
through asking adolescents about their perceptions of their physicians and 
nurses. Those adolescents who described their physicians and nurses as 
being more motivating in their actions were more likely to have optimal self- 
care. In comparison, those adolescents who described their nurses and 
physicians as more routine and negligent were more likely to have poor 
self-care. Although we can make no inferences about the direction of 
causality in this study, it would seem to replicate the work on adults with 
diabetes. This work indicates that health care professionals who give patients 
more autonomy and encourage more autonomous motivational beliefs are 
more likely to have patients with better self-care!”*:!73_ This clearly points to 
a potentially fruitful area of research, but it is essential that researchers 
include nurses and dieticians as well doctors, as there is a plethora of work 
on doctor-patient communication, but comparatively little on other health 
care professionals. 


THEORETICAL ISSUES 


Despite the wealth of research into adolescents with diabetes, the theoretical 
input into this research has been extremely limited. Although researchers 
have focused predominantly on the role of the family environment, ‘few 
theoretical models have been offered that describe how family interactions 
support or interfere with the child’s adaptation to the demands of diabetes 
treatment’!®. This lack of theoretical input goes beyond the family context. If 
the research on adolescent health beliefs, cognitions or attitudes is consid- 
ered, there has been no attempt to consider any developmental issues in this 
work. For a belief to influence behaviour, the individual needs to be taking 
responsibility for that behaviour, and with adolescents diabetes management 
this cannot be assumed. Further, as adolescents are learning to take respon- 
sibility for their own diabetes management this period may be a time of 
development and change in their beliefs, again a consideration that is 
frequently overlooked. 

In addition, with the possible exception of personality/ego development, 
research to date has almost exclusively ignored general theories of adoles- 
cent development, such as Focal Theory®? or Identity Development!”*. These 
may prove insightful in understanding the decline in metabolic control seen 
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in adolescence, especially if these theories were tied together with the key 
developmental changes seen in adolescence, such as the timing of puberty, 
cognitive development, changes in moral reasoning, group affiliation, forma- 
tion of romantic attachments, end of compulsory schooling, unemployment 
and employment. These changes and their possible impact on the young 
person’s management of, and adjustment to, his/her diabetes has rarely been 
considered. Although some studies have included measures of Tanner stage 
development, in an attempt to control for the hormonal effects of puberty, 
studies have yet to consider the effect of timing of puberty, particularly early 
development in girls and late development in boys, which have been 
frequently associated with poorer health outcomes in the general 
population”! 

This lack of theoretical cohesion has resulted in largely separate domains 
of research that focus on the social cognition-based models and those on the 
family environment. Where researchers have combined constructs across 
domains, this has not been matched with concurrent merging and integrat- 
ing of theory. Those models that are present in the paediatric literature!”>-!76 
have rarely been utilized in diabetes research. However, there is a certain 
degree of overlap amongst these models, particularly within the hypotheses 
of stress processing and coping, and integrating them may prove to be the 
most expedient way forward. One problem with testing these models, 
though, is the vast array of constructs that need to be incorporated, and so 
these models need to be broken down into their constituent processes, to 
enable researchers to test systematically, and to develop a coherent model. 

Reviewing this literature has also highlighted a number of questions that 
researchers have as yet to consider. The first of these is the timing of diabetes 
onset. When considering the population of adolescents with diabetes, there is 
huge variability in the duration of diabetes, with some having never known 
anything but diabetes as part of their life, whilst others are diagnosed in their 
middle to late teens. Some limited research suggest that earlier diagnosis of 
diabetes may be a risk factor for recurrent readmissions to hospital during 
adolescence!’”:!”8. However, little research has explored this issue or the 
differential impact of timing of diabetes onset on outcomes in later life. 
Studies frequently control for disease duration in their analysis, but do not 
explore the mechanism by which disease duration may be influencing these 
outcomes. 

A further point that should be considered here is the age range of samples. 
Although some studies do limit their sample to adolescents, it is more 
common for samples to range from 6 or 8 up to 16 or 18. When analysing 
the data in these studies, researchers rarely report different analysis for 
different age groups, proceeding to analyse the sample as a whole, possibly 
controlling for age, along with other demographic factors. As for disease 
duration, age would also not be expected to have a linear association with 
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the variables of interest. Rather, different patterns of association could be 
expected at different stages of development. This undoubtedly poses ques- 
tions over the validity of the conclusions drawn from any studies using wide 
age ranges, as their results may reflect an amalgamated pattern of associa- 
tions, that does not represent the real situation for either children or 
adolescents. 

Further consideration of demographic issues poses additional obstacles to 
generalizing from these results. In particular, two issues are very evident, the 
socio-economic status and ethnicity of participants. As Glasgow and 
Anderson!® have already noted, few researchers in this field publish data 
on recruitment rates and subsequent bias, but it seems reasonable to 
conclude that there is a bias towards white middle-class families. Further- 
more, the vast majority of studies have been conducted in North America, 
further limiting the generalizability of studies. Finally, there is the issue of co- 
morbidity, especially with concurrent additional chronic illness. Nearly every 
study reported here excluded individuals with concurrent chronic illness, or 
did not even raise the question. A significant number of individuals with 
diabetes also suffer from a range of other chronic illnesses (e.g. asthma, 
coeliac disease, cystic fibrosis). There is a good argument for excluding these 
individuals from analysis predicting metabolic control, due to possible 
impact of medication and illness effecting glucose metabolism. The argu- 
ment for excluding them from analysis attempting to predict self-care or 
emotional health is less clear, and this exclusion severely limits the applic- 
ability of research to clinical populations. 

However, this failure to utilize theory to drive forward research does have 
some advantages. Instead of progress being driven by armchair theorizing, 
there is now an abundance of data that needs to be assimilated to guide 
theoretical development. This review has only considered the relations 
between predictor constructs and diabetes outcome. This is a reflection of 
most of the research to date, and the analysis undertaken. This does not help 
with the building of theoretical models, as the interrelation between 
constructs needs to be explored if appropriate models and interventions 
are to be built. In summary, although little theory has guided a systematic 
building of knowledge in this field to date, the growth in adolescent 
developmental research and theorizing, the mass of knowledge already 
gained in this field to date should provide paediatric psychologists with 
an ideal opportunity to take this field forward. 

Finally, there has been little research exploring the initial period of 
adaptation to diabetes in the first few months after diagnosis. This is clearly 
an important area, as the initial adaptation may well set the ground-work 
for, and may predict, long-term outcomes!!*. However, because there are 
rapid changes in emotional and cognitive adjustment, in conjunction with 
residual insulin secretion, which facilitates metabolic control over this initial 
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‘honeymoon period’, this is an extremely difficult time in which to conduct 
research. As a result, the first year post-diagnosis is frequently excluded from 
studies in the psychosocial literature, and where it is included, this is usually 
because of the researchers’ interest in the early stages of adaptation. 


PRACTICAL IMPLICATIONS FOR DIABETES CARE 


Despite the limitations of the psychosocial research on adolescents with 
diabetes, there are still a number of important practical implications of this 
research. First, clinicians must maintain contact with the young people they 
care for. This can be difficult with the pressures that fill both the health care 
professionals’ and the adolescents’s schedules. However, if you cannot see 
the young people, use whatever tools you can to maintain contact, whether 
that be by phone or even e-mail. Without this contact it is difficult to 
maintain an honest, open and trusting relationship with young people, 
which must be the foundation on which diabetes care is built. 

When you do make contact, don’t make diabetes the be-all and end-all of 
the exchange. Adolescents, as do adults, have a life outside of their diabetes, 
and in some cases diabetes may be temporarily dropped from their list of life 
concerns. Be prepared to let go of the diabetes agenda, and focus on 
whatever issue is of greatest concern to the adolescents. Although this 
may not improve their blood glucose control directly, helping them deal 
with the problems in their lives, in addition to maintaining a trusting 
relationship, can also help them learn problem-solving skills which may be 
transferred into their diabetes management. Furthermore, if a problem is 
causing anxiety or stress, supporting a young person as he/she seeks a way 
through a dilemma may help to reduce these levels of anxiety and stress, and 
for some this may have a direct physiological effect on their blood glucose 
control. 

Adolescents will undoubtedly feel the extra stress that is inherent in living 
with diabetes, and the resultant feelings of guilt, sadness, anxiety, frustration 
and anger. It is important that we help young people to make the distinction 
between their emotional responses to their diabetes and those that are part of 
being an adolescent. Separating negative feelings about diabetes from other 
issues, helps put the young person and his/her family on the same side of the 
fence, enabling everyone to work towards finding a way for the young 
person to live successfully with diabetes. 

Feeling bad, sad or mad in response to the burden of living with diabetes 
is natural, normal and inevitable. Many parents and other adults find it hard 
to talk to young people with diabetes, possibly because they want to be able 
to help, but do not see how. As far as helping the young person deal with 
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these emotions, parents should be reminded that they do not need to, and 
probably cannot, solve the problems the young person faces. However, just 
by talking and especially by listening to young people, by attempting to 
empathize and understand what the young person is going through, is a 
powerful aid for young people, and will in itself invariably help the young 
person with the dilemmas he/she faces. 

It is important, during this time of change, growth and development, that 
blood glucose goals are kept realistic and achievable. Only 20% of the 
participants in the DCCT, which was a selected group of highly motivated 
individuals with diabetes who received intensive support from health care 
professionals (who in turn received a wealth of support), ever achieved a 
normal average blood glucose level (HbAic 6.05%), and only 5% maintained 
that level of control throughout the trial. In addition, these achievements 
were obtained in a predominantly adult population who do not have to 
contend with the vagaries of the physiological effects of puberty. Therefore, it 
is important to keep the goals that are set for young people as realistic as 
possible, and to remember that switching onto more intensive regimens does 
not guarantee better control. Insulin regimens, their benefits in terms of 
control and flexibility, and costs in terms of increased intrusiveness and 
cognitive demands must be discussed openly with young people. If their 
social world and/or personality do not fit a regimen, there is little point in 
trying to force it upon them. 

There may well be times when diabetes can become overwhelming and 
almost too much for the young person to handle, alone or with your help. Be 
ready to admit that you do not have the skills or resources to help some 
young people and try to direct the adolescent, and/or his family, to the help 
they need. When referring an individual to psychological services, wherever 
possible try to develop contact with professionals who take an interest in 
diabetes. If you do not have anyone with a specialist interest, take the time to 
discuss diabetes with the mental professional concerned, so that he/she can 
distinguish between diabetes-related issues and more general issues. 

One area in which it is essential to offer help as soon as possible is if you 
have concerns over young people’s eating patterns and/or insulin manip- 
ulation, particularly in girls aged between 15 and 20 years. The problem of 
weight gain during puberty, with optimal blood glucose control, is a cause of 
concern for many teenage girls. Add to this the focus on diet restrictions 
inherent in diabetes management, it is not surprising that eating patterns are 
an issue of concern to many parents and professionals alike. Most prevalent 
(subclinical) eating disorders are binge eating and bulimia nervosa. Early 
warning signs to be alert to include: recurrent DKA, growth failure, recurrent 
(severe) hypoglycaemia, dieting, extreme low or high HbA1c. In addition to 
the strategies already discussed, a couple of other issues are important to 
consider with young people, if disordered eating patterns are to be 
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prevented. Body dissatisfaction is common, if not the norm in adolescent 
girls, and increasingly so in boys. Given these concerns, try not to emphasize 
weight or weight goals. Where there was substantial weight loss at diag- 
nosis, help the young person regain weight slowly, so that he/she has time to 
adjust to his/her changing body shape. Discuss weight and body image 
openly with the young person, including issues such as unrealistic media 
portrayals, genetic determinants of body shape and other methods of weight 
maintenance, particularly exercise. Finally, if you are concerned about a 
young person’s eating habits, it is never too early to get advice or help; eating 
disorders are more intractable and a greater risk to the person with diabetes 
than to a non-diabetic. 

Moving back to the more basic issues, it cannot be assumed that 
adolescents have all the requisite knowledge, skills and problem-solving 
ability to successfully manage their diabetes. Although having this knowl- 
edge and skills does not guarantee that the young person will use them, they 
are essential. Similarly it should not be assumed that parental knowledge 
and skills will be transferred to the adolescent, no matter how long they have 
had diabetes. Therefore, diabetes knowledge and skills should be reviewed 
at least annually, and any misconceptions or deficits can then be addressed. 
However, knowledge should not just be factual, as much as possible 
encourage and support young people to solve diabetes management 
problems as a way to enhance their self-efficacy and competence. In 
consultation with young people, resist the temptation to tell them how to 
achieve better control. Rather, try and help them solve the problems for 
themselves, so that they can learn to work through problems for themselves. 

Another fundamental practical implication of the research reviewed here 
is in the area of adolescent responsibility. Whether it is conscious or not, 
much paediatric diabetes care, from professionals and parents alike, 
encourages young people to take responsibility for their own diabetes 
management. However, the research, whether descriptive or interventionist 
in nature, provides strong evidence to temper this push for adolescent 
responsibility, with many studies implying that lack of parental input and 
responsibility for diabetes is predictive of poorer metabolic control and DKA. 
Responsibility should not be forced onto young people, and should be 
negotiated with the young person, possibly only when the adolescent 
requests more responsibility. Frequently, when management tasks are 
handed over to young people, they are not taken on board and are simply 
not done. Discussions about appropriate levels of responsibility and nego- 
tiating this with parents and adolescents should form the basis of much 
psychosocial care for adolescents. 

For those young people who have persistently poor control of their 
diabetes, it is essential to consider that there are many possible causes for 
this poor control. Obviously poor control will result from missing insulin 
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injections, whether deliberate or not. This issue should be discussed openly 
with adolescents and parents alike. It is essential that young people feel able 
to talk about these aspects of diabetes management, so that the health care 
professional can explore the reasoning behind the behaviour and support the 
adolescent appropriately. The young woman who is skipping insulin to 
control weight needs vastly different care from the young woman who feels 
unable to take her insulin when she goes out. Alternatively, raised blood 
glucose levels may be the young person’s way of avoiding socially embar- 
rassing hypoglycaemia or severe hypoglycaemia in the presence of peers 
who have not been told about diabetes or how to respond. This aetiology of 
poor control requires markedly different management, possibly combining 
social skills training, blood glucose awareness training and revised insulin 
regimens to assuage the young person’s fear. 

For a subgroup of stress-reactive young people, high and persistent levels 
of stress, such as in highly conflictual families, may be the factor precipitat- 
ing poor control. These young people may benefit from stress-management 
programmes, or approaches designed to help the family resolve conflicts, 
which may also help with young people’s emotional well-being. This just 
highlights some of the possible cause of poor control, and possible 
approaches to the situation. However, it should be remembered that psycho- 
social approaches are not the only way to address these issues. Relaxing the 
goals of management to be more realistic within an adolescent lifestyle, 
pursuing less intensive insulin regimens and encouraging exercise as an 
alternative means of managing weight are examples of non-psychological 
approaches that are an equally important part of the clinician’s armoury. 

Many of these issues have been highlighted and received much greater 
practical attention by other authors, and for help in how to implement the 
issues raised by this chapter, we can recommend two valuable resources: 
Practical Psychology for Diabetes Clinicians!” , edited by Barbara Anderson and 
Richard Rubin, and The Ten Keys to Helping Your Child Grow Up with Diabetes 
by Tim Wysocki'®’. We hope this chapter has posed new questions for you, 
and that in conjunction with the above resources we hope that you may find 
one or two new answers to some of the questions you face each day. 
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INTRODUCTION 


Diabetes pregnancy has long been associated with a high risk of fetal 
malformations, spontaneous abortions, stillbirths, macrosomia and neonatal 
mortality and morbidity! , It was not until the introduction of glycated 
haemoglobin assays in the late 1970s that it became clear that the increased 
risk of major congenital abnormality in diabetic women was to a large extent 
determined by poor glycaemic control in early pregnancy’. Since then, 
several studies have demonstrated that near-normal glycaemia in early 
pregnancy reduces the frequency of spontaneous abortions and congenital 
abnormalities to a level close to that of infants of non-diabetic women*~°. 
This finding is heartening for women with established diabetes who wish to 
become pregnant, and underscores the need for education and pre-preg- 
nancy counselling. 

Throughout the different stages of pregnancy, from planning conception 
to delivery and beyond, diabetes has a significant impact and probes 
important psychological issues that need to be addressed in diabetes care. 
In the early stage, women with established diabetes may experience 
increased stress levels related to their worries about possible birth defects 
that may interfere with family planning. Diabetic women who are pregnant 
are faced with increasing demands and scrutiny regarding fetal develop- 
ment, managing their diabetes as it responds to the pregnancy, and increased 
medical management. In gestational diabetes, women are confronted with a 
serious health problem that may involve insulin therapy, and elicit anxieties 
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regarding the impact of the diabetes on the health of both the unborn child 
and the mother. 

This chapter highlights some of the psychological issues involved in 
pregnancy in diabetes, with focus on women with pre-existing diabetes. 


PLANNING PREGNANCY 


From her work with women with diabetes in the Joslin Clinic more than 50 
years ago, Priscilla White observed that: “To many, if not all, of these women, 
life lacks meaning, and even may be unendurable without successful child- 
bearing”. Fortunately, nowadays there are in principle no medical reasons 
for a woman with established diabetes not to become pregnant—provided 
she takes adequate care of her blood glucose control before conception and 
throughout the pregnancy. Only on rare occasions may doctors advise 
against pregnancy, for instance when the woman with diabetes has seriously 
advanced microvascular complications, and the pregnancy may accelerate 
these complications and cause severe physical disability or even death in the 
diabetic woman. 

As it has been convincingly demonstrated that poor glycaemic control 
during early pregnancy greatly increases the risk of birth defects in infants of 
mothers with established diabetes, health care professionals have taken the 
attitude that women with diabetes have it in their own hands to prevent 
birth defects by maintaining optimal blood glucose levels before conception 
and throughout pregnancy. For women with established diabetes who are in 
poor metabolic control, the requirements of more intensive self-care and 
medical management can complicate decision making and give way to 
worries and increased stress levels. While little is known yet about the 
heredity of type 1 diabetes, the issue of ‘passing on’ the disease to the unborn 
child appears of increasing concern for women with diabetes who are 
planning a family. 

Large individual differences may be observed in how diabetic women and 
their partners cope with the need for ‘preconception watchfulness’ and 
pregnancy planning. While some women or couples may be ‘unrealistically’ 
optimistic regarding the health risks involved, others may react over- 
anxiously and develop a phobia of hyperglycaemia, leading to excessive 
blood glucose monitoring and very frequent consultations of the diabetes 
health care team. 

In cases where a woman does achieve near-normal glucose levels, but 
with no pregnancy occurring, the woman and her partner may perceive this 
as ‘unjust’ and difficult to accept. The woman may find it hard to keep 
striving for tight control, and ‘give up’ on her treatment adherence. While 
from a psychological point of view we would be inclined to advise couples 
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struggling with infertility to take a more laisser faire attitude towards 
pregnancy, this approach may be less useful in women with diabetes, as 
developing a more accepting attitude may be incompatible with staying 
adherent to the diabetes regimen. 

In contrast to what one might expect in view of the health risks involved, 
research suggests that most women with diabetes tend to seek medical care 
after they are pregnant, when damage to the fetus may already have 
occurred. In the often-cited Maine study, in which providers in a state- 
wide network were trained in pre-conception care and attempts were made 
to reach all diabetic women before pregnancy, only 34% of the diabetic 
pregnancies occurred in women who had received pre-conception 
counselling’. In a recent study performed by Holing et al., it was found, 
in a sample of 85 women with diabetes diagnosed before the index 
pregnancy, that fewer than half of the pregnancies were planned. The 
authors conclude that most unplanned pregnancies are not contraceptive 
failures, but may have been consciously or subconsciously intended. Inter- 
estingly, the authors found that women who felt that their doctor discour- 
aged pregnancy were more likely to have an unplanned pregnancy than 
women who had been reassured they could have a healthy baby. This 
finding may be biased but does seem to underscore the importance of the 
doctor—patient relationship". Social support appears to play a significant 
role, as women with unplanned pregnancies are reported to be less satisfied 
with their partner relationship than those who have planned their pregnan- 
cies, and only eight out of 50 felt that their partners were informed about 
diabetes and pregnancy. Most of the women in this study with unplanned 
pregnancies felt that their partners did not understand the risks or the 
enormity of effort required to achieve good diabetes control. Unplanned 
pregnancies are likely to occur more often in women with low education and 
low income. As Janz and colleagues”? have reported, lower income, unem- 
ployment, less education and unmarried status are all factors having a major 
impact on whether or not women seek preconception care. In a prospective, 
longitudinal study, St James et al.1° made an analysis of psychosocial factors 
related to unplanned pregnancies, comparing women with diabetes to 
women with phenylketonuria (PKU). While use and type of birth control 
were comparable for both groups, diabetic women used condoms more 
often. Consistent birth control in diabetic women was associated with social 
support and positive attitudes towards birth control, accounting for 21% of 
the variance in frequency of birth control use. Having an ‘internal locus of 
control’ and higher knowledge of maternal diabetes each accounted for 6% 
of the variance, while sociodemographic variables were not significant 
factors in regression analyses. The authors conclude that the two most 
important factors influencing contraceptive use among diabetic women 
would be (a) attitudes towards contraception and (b) perception of the 
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extent to which significant others want the woman to use contraception. 
Interviewing younger diabetic women revealed that fear of future complica- 
tions is a major concern to them, and seems to outweigh concerns about 
future children. Many wondered if they would live long enough to raise 
their child. 

In the study by Holing et al." it was observed that most women who said 
their pregnancies were unplanned were using contraception less than half of 
the time and were happy to learn they were pregnant. The authors then 
conclude: ‘For some women, the difficulties in fully planning and preparing 
for pregnancy may be outweighed by the desire to have a child; these 
women may subconsciously “let it happen”. 


1,10 


MANAGEMENT OF PREGNANCY IN DIABETES 


Diabetes has been characterized as one of the most psychologically and 
behaviourally demanding of the chronic illnesses!*, and in women with 
diabetes who are pregnant, the demands of diabetes self-management are 
increased further. The experience of pregnancy for a woman with diabetes is 
strongly influenced by the increasing demands of the diabetes treatment 
regimen, concerns about the health of her baby and the impact of the 
pregnancy on her own health. While most pregnant women with diabetes 
would seem intrinsically motivated to comply with the medical recommen- 
dations in order to reduce the risk of birth defects, actually performing the 
required self-care behaviours throughout pregnancy is a difficult task”. 

Pregnancy is in itself an emotionally stressful period, during which the 
woman is confronted with various psychological and physical challenges. 
For a woman with diabetes the ‘developmental tasks’ related to pregnancy 
are essentially the same as for any woman, i.e. developing attachment to the 
fetus, preparing for separation, and adopting a realistic relationship with the 
newborn!®!7, Pregnancy in a woman with pre-existing diabetes is usually 
accompanied by a great deal of medical attention, which may lead women 
with diabetes to feel that their pregnancy is medicalized and being ‘taken 
over’ by health professionals, with much of the attention focused on the fetus 
and its growth. Already existing feelings of ambivalence and fragility in the 
woman may be strengthened, and complicate the process of developing 
attachment to the fetus and preparing emotionally for motherhood. The 
health risks associated with diabetic pregnancy can trigger overprotective- 
ness in the patient’s partner and family members, thereby unintentionally 
contributing to her sense of vulnerability'®. Unplanned pregnancy may cause 
emotional stress in women with diabetes and fears of criticism and abandon- 
ment. 

Women striving for ‘perfect’ diabetes control may find it extremely 
difficult to accept any elevated blood glucose levels and become highly 
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frustrated by the day-to-day variability in blood glucose levels that is likely 
to occur in insulin-dependent diabetes, regardless of pregnancy. Receiving 
feedback of a lowering of glycated haemoglobin can help to decrease stress 
levels and improve self-esteem. On the other hand, failure to improve 
glycaemic control can easily lead to feelings of guilt and an increase of 
psychological distress and, eventually, to diabetes ‘burn-out’!’. 

A complicating factor in diabetic pregnancy that has attracted increasing 
attention concerns the risk of (severe) hypoglycaemia in strictly regulated 
diabetic pregnancy, partly related to the suppression of counter-regulatory 
hormones”’. Severe hypoglycaemia, be it as a result of pregnancy or 
improved metabolic control, can cause high levels of anxiety, confronting 
the mother-to-be with a serious dilemma. On the one hand, she strives for 
optimal glycaemic control to reduce the risk of birth defects; on the other 
hand she is fearful of hypoglycaemia, both for herself and because of the 
possible harm that hypoglycaemia may cause to the fetus. Impaired hypo- 
glycaemia awareness and related worries about severe hypoglycaemia can 
lead the pregnant woman to accept ‘safe’ levels of blood glucose, thereby 
compromising glycaemic control. Hypoglycaemia may be one of the major 
reasons why women do not reach near-normal glycaemic control during 
pregnancy”. This may be particularly true for women for whom work 
and/or family commitments make it extremely difficult to have low blood 
glucose levels. In a retrospective study of 30 patients by Gold and 
associates”, women who had had previous pregnancies indeed had 
poorer glycaemic control, particularly during the latter part of the pregnancy. 
An alternative explanation for their poorer control could be that these 
women may have experienced a previous successful pregnancy, making 
them overconfident, resulting in a degree of complacency in their self- 
management. 

For every parent, delivery is a stressful event. In the case of a mother with 
diabetes, stress levels may be increased in view of the risk of obstetric 
complications related to macrosomia and pregnancy-induced hypertension 
(pre-eclampsia). Clinical studies indeed suggest a higher occurrence of 
premature labour and preterm delivery in diabetic pregnancies”. Little is 
known about how diabetic pregnancy, in both type 1 and gestational 
diabetes, affects the development of the maternal-infant relationship. 
There is some research to suggest that children from diabetic mothers are 
at increased risk for a variety of behavioural disturbances, partly related to 
the children’s obesity”. 


IMPLICATIONS FOR CARE AND RESEARCH 


Much progress has been made in the past decades in the medical manage- 
ment of diabetic pregnancy. Unfortunately, research tells us that pre-preg- 
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nancy counselling has a limited effect in changing contraceptive behaviour in 
women with diabetes. Unplanned pregnancies therefore remain a major 
problem, leading to an excessive rate of spontaneous abortions and conge- 
nital malformations among women with diabetes. Further research into 
possible ways of improving the efficacy of pre-pregnancy programmes are 
warranted. Such studies should take into account socio-economic, cultural 
and ethnic factors that can strongly influence a woman’s acceptance, under- 
standing and compliance with restrictions imposed by a diabetic preg- 
nancy”. 

Health care professionals should take an active approach to pre-concep- 
tion counselling. As Lorber concludes: ‘...any sexually active woman 
between menarche and menopause may become pregnant unless she has 
undergone surgical sterilization. Start early and counsel often’”®. 

There is reason to believe that almost any patient is capable of achieving 
improved glycaemic control during pregnancy, if she wants to, including 
women with a history of persistent poor glycaemic control. In practice, 
however, far from all patients with diabetes achieve normoglycaemia. As we 
have learned from clinical practice, education is an important prerequisite for 
adequate diabetes self-management, but by no means a guarantee that 
patients will indeed adhere to the diabetes regimen. In order to help 
women with diabetes cope more effectively with their diabetes, we need to 
identify their specific psychological and behavioural barriers, e.g. low 
diabetes self-efficacy, fear of hypoglycaemia, and lack of social support. 
Only then will we be able to offer customized psychosocial interventions that 
can help to improve the outcome of pregnancies in diabetes and the patient's 
quality of life. The importance of follow-ups after delivery is emphasized by 
research that suggests that in many women glycaemic control quickly 
deteriorates after delivery, returning to suboptimal prepregnancy levels. 
Moreover, a high default rate for clinical appointments in the postdelivery 
period is not uncommon and should be anticipated?. 

The complexity of the issues involved in diabetic pregnancy clearly 
illustrates the need for a joint obstetric/diabetes clinic and an integrated 
team approach, including psychology. 
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A NEW PARADIGM 


In 1991 the education team at the University of Michigan Diabetes Research 
and Training Center (MDRTC) published an article that offered a new 
paradigm for diabetes care and education. Called ‘patient empowerment, 
this paradigm was contrasted with the more traditional medical model 
approach to care and education!. The need for a new conceptual framework 
underlying diabetes care and education became apparent after the MDRTC 
education team spent years developing and evaluating innovative diabetes 
patient education programmes and materials, only to realize time and again 
that the intellectual, structural and financial infrastructure necessary for their 
implementation did not exist? 5. They realized that it was futile to continue 
to develop innovative approaches to diabetes care and hoped that they 
would be adopted by a health care system based on the treatment of acute 
illness. 

The MDRTC realized that diabetes self-management was radically differ- 
ent from the treatment of acute illness and required a new conceptual 
framework to inform the behavioural, educational and clinical approaches 
used to treat it®. This realization presented a sizable challenge, because the 
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acute care system permeated health care in the USA. The US health care 
system had not adopted a conceptually sound approach to the treatment of 
chronic diseases such as diabetes. The MDRTC team felt that to be effective, a 
chronic disease care system had to be based on a realistic understanding of 
the nature of diabetes and its self-management, that would guide the 
subsequent development of programmes, materials and research studies. 
They felt that the new approach must be, first and foremost, grounded in a 
realistic understanding of diabetes self-management as a behavioural and 
educational issue. 

The MDRTC team realized that patients with diabetes were fully respon- 
sible for the self-management of their illness. Furthermore, they saw that the 
patient’s responsibility for self-management was non-negotiable, inescapable 
and could not be shared or assigned. They understood that the patients’ 
responsibility for the self-management of diabetes differentiated it from the 
treatment of acute illnesses in such a profound way that it required a 
fundamental redefinition of the roles, responsibilities and relationships of 
patients and educators’. 

The immutable responsibility that patients have for the self-management 
of diabetes rests on three characteristics of the disease. First, the most important 
choices affecting the health and well-being of a person with diabetes are made by the 
person with the disease, not by diabetes educators or physicians. The choices that 
patients make about eating, physical activity, stress management, monitoring, 
etc. are the major determinants of their diabetes control. Each day, during the 
routine conduct of their lives, patients with diabetes make a series of choices 
that, cumulatively, have a far greater impact on their blood glucose levels, 
quality of life and overall health and well-being than the decisions made by 
the health professionals providing their care. It is not that the patient’s life 
affects his diabetes care, it is that the patient's life is his diabetes care. 

Second, patients are in control of their diabetes self-management. No matter 
what health professionals do or say, patients are in control of the important 
daily diabetes self-management decisions. Professionals may plead, 
persuade, cajole, threaten, or advise their patients regarding any aspect of 
diabetes care, but when patients leave the clinic or office they have control 
over their self-management choices. Patients can veto any recommendation a 
health professional makes, no matter how important or relevant the provider 
believes that recommendation to be. 

Third, the consequences of the choices patients make every day about their 
diabetes care accrue first and foremost to patients themselves. Health professionals 
can not share directly in the risks or benefits of their patients’ diabetes self- 
management choices. Health professionals can not share in the risk of 
developing retinopathy, neuropathy or cardiovascular disease, neither can 
they share in the cost to the patient’s quality of life of making a commitment 
to rigorous blood glucose control. Diabetes belongs to the patient. 
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Most of the training of health care professionals is based on the treatment 
of acute illnesses in which professionals are socialized to accept responsi- 
bility to solve problems that patients cannot solve on their own. Most health 
professionals feel this responsibility deeply. It shapes virtually every inter- 
action that they have with their patients. This deep-seated sense of respon- 
sibility to solve a patient’s problem also influences how they define their 
effectiveness. Health professionals usually feel effective when they are able to come 
up with solutions to their patients’ health care problems and frustrated when they 
cannot. When health professionals work in diabetes, an illness whose self- 
management is immutably the responsibility of the patient, conflict and 
frustration often the result for those professionals who do not engage in an 
examination and fundamental redefinition of their roles and responsibilities. 

Health professionals, grounded in the traditional medical model, often 
feel that it is their responsibility to get their patients to maximize their 
level of glucose control in order to prevent the acute and chronic complica- 
tions of diabetes. Furthermore, they usually view education as a process 
to accomplish this underlying goal. However, since they can not control 
the patient’s behaviour in order to reach the goal, they are likely to feel 
dissatisfied with patient care and education. Much of this frustration is 
projected onto patients, by labelling them ‘non-compliant’. The problem is 
that they are applying a conceptual framework derived from the provision 
of acute care that is incompatible with the nature of diabetes self-manage- 
ment. 

Empowerment, on the other hand, grows out of the traditions of commu- 
nity psychology’, adult education’ and counselling psychology!” that view 
the purpose of education as enabling the recipients to gain more power over 
their lives, increase the number of choices available to them, and enhance 
their ability to influence the individuals and organizations which affect 
their lives. Empowerment emphasizes the whole person and embraces a 
biopsychosocial model of disease and illness, as opposed to the more 
hierarchical, biological, reductionist and compliance-oriented models 
derived from the treatment of acute illnesses. 

In the empowerment approach, diabetes education is viewed as a colla- 
boration among equals designed to help patients make informed decisions 
about their own diabetes self-management. The knowledge necessary to 
make informed decisions about diabetes self-management falls into two 
global domains!2. The first domain is knowledge about diabetes and its 
treatment, i.e. the information necessary to make cost-benefit judgements 
about adopting (or not adopting) various diabetes self-management options. 
The second domain is self-awareness about the patient’s own values, needs, 
goals and aspirations regarding diabetes care. In education directed at this 
latter domain, patients are helped to examine and clarify the emotional, 
social, intellectual and spiritual components of their lives as they relate to the 
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decisions they must make about their diabetes self-management. Diabetes 
care is fitted to the patient’s life, rather than the reverse. 

The patient empowerment approach to diabetes patient education seeks to 
maximize the self-management knowledge, skills, self-awareness and sense 
of personal autonomy of patients to enable them to take charge of their own 
diabetes self-management. Empowered patients are those that have learned 
enough about diabetes and themselves, so that, in consultation with health 
care professionals, they can select and achieve their own goals for diabetes 
care!. The evaluation of a patient education programme based on the 
empowerment approach should focus on patient achievement of self- 
selected diabetes care goals, improved psychosocial adaptation and 
enhanced self-efficacy. The MDRTC felt that most patients, once they have 
been adequately educated about diabetes, would choose appropriate health- 
related outcomes, such as improved glucose, blood pressure and lipid 
control and weight loss, as part of their diabetes care goals'. 


SWEDISH REFLECTIONS 


The most important aspect of patient empowerment, as seen by the Diabetes 
Education and Research Centre (LUCD) at Karolinska Hospital, Stockholm, 
was the view of the human being and of the process of learning and change. 
First, every human being is seen as basically striving for health and well- 
being, and human behaviour is always intentional. What we might see as 
self-destructive behaviours—in, for instance, people with diabetes—should 
be seen as a result of internal or external barriers to change or to a more 
healthy way of living. Second, all human beings are seen as responsible 
adults with the capacity to learn and change and to make informed decisions 
about, for instance, lifestyle issues. Third, learning is seen as an internal 
process in the learner that changes his/her understanding and ways of 
coping with his/her situation, and not as solely the acquisition of new facts. 
Last, this learning can not take place in adults without the learner’s active 
participation in the process by exploration, reflection and experimentation. 

In the literature, a differentiation has been made between empowerment 
at a community level (e.g. health care organization) and at an individual or 
psychological level!®. To facilitate self-empowerment can be defined as 
anything we do in these two areas—the consultation/educational setting 
(micro-empowerment) and the broader health care organization (macro- 
empowerment)—that enhances the possibilities for people with diabetes to 
participate as equal partners in the team, and to have the resources (includ- 
ing knowledge) needed to make informed choices and decisions regarding 
metabolic control, treatment and lifestyle. 
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Empowerment in this broad definition includes, on one hand, areas such 
as politics, economy, legislation, organization; and on the other hand, our 
personal philosophy of human beings, and our values and attitudes regard- 
ing teaching, learning and counselling. Following this, actions towards a 
more empowered (or less disempowered) diabetes population can be taken 
by health authorities, health administrators, politicians, people with 
diabetes, patient associations and health professionals. Furthermore, all of 
these groups can work at different levels—from attitudes and behaviours 
expressed in the consultation room to efforts at the societal level. 

The personal potentials, the patient’s own resources and expertise regard- 
ing his/her own situation and way of living, must be acknowledged and 
developed. Further, the organization of care and the organizational climate 
must give him/her the opportunities to develop necessary involvement, 
responsibility and skills in taking care of the disease. Finally, the patient and 
the caregiver must meet in a partnership, on equal terms, to create the most 
appropriate health care for the individual patient. 

Empowerment in patient education is built on the notion that patient 
education should aim at helping the patient to be in control of the plan for 
treatment and self-care. Therefore, education has to involve discovery and 
development of the patient’s own resources for change and responsibility. 
That is not to say that the person with diabetes does not need knowledge 
about his/her disease and its treatment, only that knowledge is not enough. 
To alter old habits, to change behaviour, sometimes to a degree that can be 
described as changed lifestyle, is so much more than, and something 
different from, learning general facts or acquiring new skills. 

Thus, in the area of patient education, empowerment means the structur- 
ing of individual consultations and group meetings in a way that helps the 
patient to discover and develop his/her own resources for change and 
control. In order to ‘discover and develop resources for change’ one needs 
to have self-awareness and clarity over one’s own values, needs and goals 
regarding diabetes care. To make cost-benefit judgements regarding diabetes 
care options, one needs to have knowledge about diabetes and its conse- 
quences and treatment!®. Thus, there can be said to be one ‘external’/— 
knowledge transference and acquisition—and one ‘internal’—discovery and 
development of resources for change—side of patient education. Most 
educational programmes for patients with diabetes so far have focused on 
the ‘external’ side, that is to deliver knowledge about the disease and its 
treatment. The models/programmes to be presented below both have as 
their focus the ‘internal’ aspect. Three basis for these programmes need 
special attention: 


1. The patient’s attitudes towards, and value and understanding of, the 
importance of having diabetes and taking care of it are the cornerstones 
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of his/her actions. However, we are often not fully aware of the sets of 
values behind our behaviours. Possibilities to increase awareness of self 
and of values and emotions regarding the disease and self-care have, 
therefore, to be included in patient education programmes. 

2. Problems related to self-care are often found in the domain of the 
patient’s everyday life. Thus, they are seldom strictly medical problems 
or problems due to lack of knowledge. Furthermore, the patient's 
understanding of the problem must be the basis for interventions— 
interventions that must be found and implemented by the patient 
him/herself. As educators we can help people with diabetes to explore 
and identify their problems in struggling with self-care and we can also 
support them in their search for solutions. However, in performing this 
task we have to take on quite a different role from our traditional one in 
the medical model. 

3. Behaviour change needs strong commitment and careful planning. 
Habits are deeply rooted and rewarding behaviours which often can 
be performed without conscious thinking. To give up old habits and/or 
to develop new ones has to be a very conscious, step-by-step process 
with thoroughly planned actions. As educators, we can help people with 
diabetes to set goals and plan for action, and support them through the 
process of change. 


THE UK STORY 


In the UK, since the early 1970s, diabetes education strove to teach people 
the principles of how to do the ‘right things’ to get their diabetes ‘right’. This 
was based on the assumption that if people performed the ‘right’ number of 
blood tests, ate the ‘right’ diet, took the ‘right’ amount of insulin and 
undertook the ‘right’ amount of exercise, that good diabetes control would 
ensue. Diabetes education was therefore directed towards getting people to 
do the right tasks, in the right amount at the right time. The job of providing 
this diabetes education initially formed the basis of a major component of the 
diabetes nurse specialist role. The role of the diabetes nurse was to teach 
people how to be skilled at undertaking these tasks. 

Until the 1970s there was limited technology to aid the health care 
professionals in determining the how, what, when and where of these 
diabetes management tasks. This changed with the development of self- 
blood glucose monitoring and the recognition that people could learn to 
adjust their own insulin dosage. These technological advances supported 
this model of diabetes education, as health care professionals now saw good 
control as feasible and achievable by everyone. However, during the 1980s 
diabetes health care professionals began to experience the outcome of this 
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approach to diabetes education. Rather than basking in the glow of unremit- 
ting success, health care professionals kept finding out what did not work. 
This led to increasing levels of frustration for everyone involved in diabetes 
care, with everyone blaming themselves and everyone else for the ‘failures’ 
of diabetes care: 


Patients ‘Why can’t I get this right?’; ‘I do everything you tell me and it’s 
still no better’ 

Nurses ‘What am I doing wrong?’; ‘What else don’t I know?’; ‘This patient 
just can’t learn this’; ‘This patient has got difficult diabetes’; ‘I am 
not a good enough teacher’ 

Medics ‘If only they would comply?’; ‘This patient isn’t intelligent 
enough?’; ‘This patient has brittle diabetes’ 


As a result, the training of diabetes clinicians focused on how to be a better 
teacher, how to be better provider of information. The fault was being 
squarely laid at the feet of teaching methodology, i.e. health care profes- 
sionals were not enabling successful transfer of knowledge and skills to 
persons with diabetes. Where patients were clearly able to demonstrate 
expert knowledge and diabetes management skills (doing the right thing), 
they were then deemed to be poorly motivated and still not getting it ‘right’. 
These lessons led to the development of innovative ways of delivering 
diabetes education, such as group work, development of audio-visual 
teaching materials and computer-based knowledge assessment tools. 
Diabetes specialists acknowledged that this improved educational method 
was successful for some individuals, but not the majority. 

However, the 1990s has seen a shift to a consideration of the psychological 
and social aspects of diabetes. It has become increasingly acknowledged that 
these factors have a significant, but unclear role in determining the outcomes 
of diabetes education, care and management. This led to the appearance of 
the counselling model to diabetes care, as advocated by Shillitoe!” and the 
development of the still popular Northampton Diabetes Counselling Course. 
Despite the obvious benefits of using counselling skills to enable health care 
professionals to gain insight into the perceptions of people with diabetes, a 
new dilemma was created for many. How could this approach be incorpo- 
rated into everyday diabetes health care? A chance meeting with members of 
the LUCD team led to discussion of these issues, as a result of which two 
nurses (Sue Cradock and Jil Rodgers) sought out the funding to attend the 
empowerment workshops in Stockholm. 

The experience of participating in the workshop taught us two key things. 
First, that counselling skills could be integrated into clinical care. The model 
advocated at this workshop made use of the counselling skills to enable 
patients to learn about themselves and their diabetes and potentially to 
enable behaviour change. Second, this model enabled the diabetes clinicians 
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to explore the emotional aspects of diabetes management. Experience tells us 
that emotions are probably the biggest motivator of change, the biggest 
barrier to change and often the biggest reward of change. However, 
discussing emotional issues is often the most difficult part of the process 
for medically-trained health care professionals. Health care professionals 
have been disempowered to explore the emotional aspects of diabetes. They 
have been encouraged to believe that discussing emotional issues with 
patients would lead to ‘opening a can of worms’. Once the can is open, 
and the patient is freely expressing his/her emotions, it has been has 
assumed that, as health care professionals lack the skills to ‘heal or solve’ 
these emotional issues, they may harm the patient by exploring them. This is 
clearly not the case—just having the opportunity to discuss issues in a safe, 
honest, non-judgemental environment is experienced as beneficial by the 
patient. 

Experience of using this approach in clinical practice convinced us of two 
things. This approach allowed us to trust our developing belief that there 
was no need to blame anyone for failure. In fact that act of blaming gets in 
the way of helping, and the concept of failure is just another barrier to 
overcome. It also became apparent that this model can be incorporated into 
clinical care, resulting in the consultation becoming: 


A more positive experience for the patient. 

A more positive experience for the health care professional. 

More focused on active problem solving. 

More likely to result in meaningful and lasting behaviour change. 

More likely to result in improved emotional well-being for the patient. 
Reductions in the level of frustration experienced by the health care 
professional. 


TRAINING HEALTH CARE PROFESSIONALS 


Diabetes education designed to empower patients requires appropriate 
attitudes, knowledge, educational and counselling skills on the part of 
diabetes educators. This is especially true when diabetes patient education 
is directed at helping patients increase their self-awareness of their own 
values, needs and goals regarding diabetes care. 

The MDRTC developed and evaluated a professional education 
programme for diabetes educators designed to enable them to apply the 
empowerment approach in their own settings. The programme was an 
intensive 3-day workshop, limited to 12 participants, each of whom was 
videotaped practising empowerment-based patient education and counsel- 
ling skills each day. Each of the participants reviewed his/her videotapes 
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each day as well. The programme was designed to provide participants with 
both the theoretical framework and the hands-on counselling skills necessary 
to apply the empowerment approach with a variety of patients. The 
evaluation of the programme demonstrated its efficacy in terms of changing 
attitudes, simulated and actual counselling skills, determined by blind 
ratings of audio-tapes with real patients’. 

At LUCD, Stockholm, we have organized workshops for health profes- 
sionals, lasting 2.5 days, with the content, methods and structure of the 
workshops based on the work at MDRTC. A four-step model of patient 
education is presented and trained. The four steps aim at supporting the 
patient in: (a) identifying and exploring his/her problem; (b) exploring 
feelings and values regarding diabetes, self-care behaviour or other 
problems; (c) identifying goals and behaviours leading to these goals; and 
(d) committing to and planning for action. The main task and responsibility 
of the educator in this model is to help the person with diabetes to explore 
and reflect upon his/her thoughts, feelings and actions; and further, to make 
sure that decisions about goals and behaviour changes are made by the 
patient him/herself and are based on a genuine wish for change. 

Some structural issues and rules in these workshops are important for the 
participants to get a safe environment where they can experiment with new 
behaviours, and a deeper learning experience: 


e The small format—no more than 12 participants. 

e Video-recording and viewing in groups of four. 

e ‘Real play’, as opposed to role play—when in the role of a patient, the 
participant brings up a problem of his/her own. 

e A facilitator in each small group who is not allowed to criticize or give 
any ‘right’ answer, but should help participants reflect on their own 
behaviour and the motives behind it. 


Workshops were evaluated using the Diabetes Attitude Scale (DAS)?9, 
administered before the workshop, immediately afterwards and at follow- 
up. At the same points in time participants gave their responses to six 
statements made by people with diabetes—‘What would be your first 
response to a patient who says: ...?’. At each stage these were currently 
analysed according to whether they included words or statements which 
were judgemental or prescribing (minus) and/or whether they encouraged 
the patient to explore problems or feelings (plus). 

Results from these evaluations indicated that participants felt patients 
should have more autonomy with regard to making their own choices 
regarding diabetes treatment and self-care (Table 4.1). The answers to the 
statements from patients showed a strong move from judgemental, prescrib- 
ing or neutral statements towards statements that encouraged the patient to 
explore and reflect upon his/her problems or feelings. Responses that 
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Table 4.1. Change in patient autonomy beliefs as assessed by the Diabetes 
Attitude Scale 


Item Agreement Agreement Significance 
pre-workshop post-workshop 
(%) (%) 

Individuals with diabetes should 87 93 Non-significant 


be taught to choose their own 
management options (e.g. type 
of meal planning, type of 
glucose monitoring, type of 
insulin regimen) 


Decisions about managing 56 68 Non-significant 
diabetes should be made by the 
physician 

People with diabetes have the 81 93 0.035 


right to decide how 
aggressively they will work to 
control their blood glucose 
The important decisions 76 91 0.011 
regarding daily diabetes care 
should be made by the 
individual with diabetes 
People with diabetes should 70 91 0.008 
choose their own goals for 
diabetes treatment 
Factor mean 3.46 +0.7 4.3+0.6 0.002 


encourage the patient to explore the issue and/or express understanding and 
empathy were given +1 point. Responses that were irrelevant to the patient’s 
statement or missing were given a zero. If more than two of the six 
statements were not responded to, the whole case was coded as missing. 
Finally, responses expressing information or advice not asked for, blame or 
praise, or efforts to hand the patient over to someone else, were given the 
value —1. The coding was done by the author and a co-worker not involved 
in the project, independently and blind regarding whether before or after 
workshop. Disagreements (a few) were discussed until consensus was 
reached. Before the workshop the mean sum of points was 0.6 + 3.2 
(MSD). Immediately afterwards this sum had increased to 3.0 + 2.9 
(M+SD), p=0.001. Table 4.2 shows some examples of responses from 
participants in the workshop and how they were coded. 

In the last hour of the workshop, the participants are asked to give their 
comments on what they have experienced during the workshop. At a 
reunion after about 3 months they are asked to comment on experiences 
from having tried to apply the model in everyday work. A number of 
challenging and rewarding experiences have been reported which are fully 
in line with what has earlier been reported from the MDRTC: 
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Table 4.2. Examples of responses to patient statements and how they were coded 


Positive response (+1) Neutral response (0) Negative response (—1) 
‘I will never start taking insulin’ 
‘What is stopping you?’ ‘Many patients do’ ‘Why not, you would feel 
‘Can you tell me why?” ‘For how long did you have much better and it would 
diabetes?’ be easier to control your 


blood sugar’ 
‘I hardly eat anything, and I still 
don’t lose weight’ 
‘What do you think is the ‘What time of the day do you ‘Sounds strange, perhaps you 
reason for that?’ eat most?’ should document every- 
thing you eat for a week?’ 
‘I do hate my diabetes’ 
‘Tell me how you feel’ ‘Tm sure there are others who ‘I don’t like to hear that’ 
feel like you do’ 


e Difficulties in exploring patients’ feelings and values: the educator does not 
feel comfortable in asking questions in this area and/or is afraid to ‘open 
Pandora’s box’ (‘What if I initiate something that I’m not competent to 
take care of?’). 

e Difficulties in holding back one’s urge to give advice. In the traditional role 
as patient educator, much of the work has focused on finding solutions 
for the patient. Many participants feel that by ‘just’ helping the patient to 
find his/her own solutions, they have not done a good job. Also, when 
the patient’s choice is not what the educator think is the ‘best one’, an 
internal conflict can be experienced which, if too strong, threatens the 
new behaviour. 

e Patients prefer a passive role. Traditionally, the educator has been the 
active, giving, partner and the patient the passive, receiving, part in the 
encounter. Even if this has not been fruitful, resistance to change can be 
strong. 

e Reported rewarding aspects of using the model are a greater capacity to 
see what is one’s own responsibility and what is the responsibility of the 
patient; a greater capacity to hold back one’s own ideas and wait for the 
patient to find his own solutions; and also less time spent on motivating 
or persuading patients. 


In the UK, empowerment workshops for health care professionals— 
predominantly nurses based in primary and secondary care—have been 
run by a group of nurses (Sue Cradock, Jil Rodgers, Florence Brown and 
Rosie Walker), for 2 years and supported by a colleague from the MDRTC 
and LUCD. Based on the model already described, the workshops have two 
components. First, before actually attending the workshops, participants are 
asked to mimic having diabetes for a week. Then they attend a 2 day 
workshop, involving a brief lecture, group discussions and ‘real play’ 
rehearsal of an empowerment consultation, which was videotaped and 
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discussed in the small groups. These workshops have been evaluated using 
the dame approach as in the USA and Sweden. Participants were asked to 
complete the Diabetes Attitude Scale before mimicking diabetes, immedi- 
ately before the workshop and at the end of the workshop. In addition, at the 
start and at the end of the workshop, participants were asked to indicate 
their response to hypothetical patient statements (e.g. see Table 4.2). 

One of the most emotional and challenging experiences of the workshop, 
as perceived by the facilitators, is the mimicking of diabetes. Participants 
were asked to follow a prescribed diabetic of lifestyle, a fixed diet, two 
injections a day, four blood glucose test a day and an exercise programme. At 
the beginning of the workshop participants are encouraged to share their 
experiences of living with diabetes for a week. At these workshops we have 
been constantly struck by the powerful emotions this experience generates: 


e ‘T felt really guilty, like I could not stick to this for a week, let alone a 
lifetime’. 

e ‘T felt angry at the programme organizers for putting me through this’. 

e ‘Tt got in the way of everything, and my husband wanted to know when 
it would be over’. 

e ‘It was not what I tell my patients to do, so I followed my own regimen’. 

e ‘I was embarrassed to tell people what I was doing’. 

e ‘Tdid not need to do it, I know about diabetes and I inject myself all the 
time to show patients how to do it’. 


These responses highlight just some of the emotions and responses brought 
out by this discussion. They confirmed in our minds, and those of partici- 
pants, the mass of emotions generated by living with diabetes, if only for a 
week. The value of this experience for any health care professional, in 
recognizing the power of the emotional experience of diabetes care, cannot 
be understated. 

These experiences of life with diabetes, and the group work undertaken in 
the workshops, led to a number of changes in participants’ attitudes. Using 
repeated measures analysis of variance, compared to their initial responses 
on the Diabetes Attitude Scale, at the end of the workshop participants 
reported a greater need for specialist training for health care professionals 
caring for people with diabetes (F = 4.32; df=2; p < 0.02). Similarly, parti- 
cipants reported a stronger belief in the need for patients to have more 
autonomy (F = 5.40; df= 2; p < 0.007). Both of these effects appear to a result 
of the combination of mimicking diabetes and the workshop, see Figures 4.1 
and 4.2. Participants also reported a more positive attitude to poor self-care 
at the end of the workshop (F = 9.08; df=2; p < 0.001) than before mimick- 
ing diabetes. However, this effect appeared to be influenced largely by the 
workshop (t = —3.65; df = 37; p < 0.001) and not by mimicking diabetes (see 
Figure 4.3). 
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Figure 4.1. Change in need for specialist training 
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Figure 4.2. Change in patient autonomy 


In light of DCCT and UKPDS results, the fourth change evident in 
participants’ response to the DAS is of interest. Compared with the baseline 
measure, at the end of the workshop participants were less likely to support 
the belief that tight blood glucose control will prevent complications 
(F=3.96; df=2; p < 0.03: see Figure 4.4). This does not mean that partici- 
pants did not believe that tight control would prevent complications, no 
participant disagreeing with this statement. However, it does suggest that 
participants were more likely to acknowledge the fact that there are 
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Figure 4.3. Change in attitude to poor self-care 
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Figure 4.4. Change in control prevents complications 


individuals with a history of tight control who do get complications, and 
vice versa. In the light of the workshop discussions around what motivates 
self-care behaviour, this result may reflect a more realistic appreciation of the 
patients’ own thoughts, rationalizations and the probabilistic nature of the 
relationship between blood glucose control and complications. 
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After determining that they could train educators, the MDRTC next designed 
a study to determine whether participation in a patient empowerment 
programme would result in improved psychosocial self-efficacy and atti- 
tudes toward diabetes, as well as a reduction in blood glucose levels. 

Developed by Catherine Feste, the programme comprised a series of six 2- 
3 hour seminars, focusing on diabetes and self-care as experienced by the 
participants, and with a view to assisting participants!4?! in: (a) identifying 
and setting realistic goals; (b) applying a systematic problem-solving process 
to eliminate barriers; (c) coping with circumstances that can not be changed; 
(d) managing different kinds of stress; (e) identifying and obtaining appro- 
priate social support; and (f) improving their ability to be self-motivated. 

The material includes a book for the group facilitator including a presen- 
tation of the empowerment concept, the philosophy behind the structure and 
content of the sessions, and the role of the facilitator. Also, for each of six 
sessions, there is a lecture to be given and advice on how to structure the 
session. The material also includes a number of work sheets for the 
participants to use. Each session has the same structure: a mini-lecture is 
given on the subject of the day (a-f above); the participants work with the 
subject, supported by the worksheets, in groups of four to six; and a final 
discussion is held in plenum. 

This study was conducted as a randomized, wait-list control group trial. 
The intervention group received a six-session empowerment programme. Six 
weeks after the programme, both groups provided follow-up data. The 
intervention group showed gains over the control group on four of the eight 
self-efficacy subscales!’ and two of the five diabetes attitude subscales. Also, 
the intervention group showed a significant reduction in glycosylated 
haemoglobin levels. A 6 week follow-up analysis of data from all 
programme participants showed sustained improvements in all of the self- 
efficacy areas and two of the five diabetes attitude subscales, and a continu- 
ing modest improvement in blood glucose levels!*. This study indicated that 
patient empowerment education is an effective approach to developing 
educational interventions for addressing the psychosocial aspects of living 
with diabetes. Furthermore, a patient empowerment approach is conducive 
to improving blood glucose control. 

The material and process presented above have been translated into 
Swedish by the team at LUCD. Preliminary versions have been piloted 
with four groups of patients (in total 70 participants) in four different settings 
(patient association, the LUCD, and two different primary health care 
centres). The participants in the first group were interviewed by independent 
interviewers (student nurses). In the last session they were also asked to 
comment, in writing, on their immediate feelings and thoughts about the 
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seminars. Further, the facilitators, after each session, evaluated the session on 
a number of parameters. From these evaluations some points should be 
should be mentioned: 


e Participants felt inspired and encouraged to be more active in taking care 
of their disease—'T got a “kick” and I eat better now, which also shows on 
my blood sugar’; ‘It is very useful to meet others with diabetes. I have 
learned a lot. It has been very encouraging in a way I can not express.’ 

e Participants expressed increased awareness about self in relation to self- 
care—'] had my objectives set earlier, but now I see them more clearly’; ‘I 
understand now that it’s I who have to do it’; ‘Of course, I knew earlier 
what is important (in self-care), but during these seminars it became more 
clear, more concrete sort of...’. 

e Participants reported that existing knowledge about diabetes had 
deepened—‘We learned everything on a deeper level’; ‘I have taken a 
lot of courses over the years, but this gave me new insights’. 


When asked about the specific content of the seminar and to what extent it 
had been useful, responses were more varied. Many participants did not 
explicitly express that they were better equipped to set goals, solve problems, 
handle stress, etc. The facilitator evaluations after each seminar also showed 
strong doubts about whether or not participants had had time to integrate 
the subject of the day. Time became short partly because of the participants’ 
eagerness to ask about medical issues. Even though many (17-18 out of 21) 
had participated in a number of patient education programmes before, the 
demands in these seminars to put the knowledge into action, or to apply it in 
everyday self-care, showed that the knowledge acquired was not properly 
integrated. Also, the language used in mini-lectures and worksheets might 
have been too sophisticated for many of the participants. A finding in the 
students’ interviews showed that participants with a high ‘sense of coher- 
ence’ more often reported that they found the content of the seminars useful, 
than participants with low ‘sense of coherence”. Based on these and other 
findings, the material and the format will be revised and a final version will 
be finished in autumn 1999. A 2 day workshop is planned for the training of 
diabetes educators to provide the programme. 


INTERNAL REASONING, DIABETES EXPERIENCES AND 
EMPOWERMENT IN A MULTI-CULTURAL SOCIETY 


Culture can be appraised as one way in which people interpret, make sense 
of, and order their experiences and then communicate them to others??. 
Helman” defined culture as a set of guidelines (both implicit and explicit) 
that an individual inherits and which defines ways to view and experience 
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the world emotionally and behave in relation to other people. The author 
states that culture has an important influence on the person’s many aspects 
of life, his/her beliefs, behaviours, religion, family, clues, language and 
attitudes to illness and health. All this has its effect on health and health 
care. Linguistic barriers, different ways of interpreting happenings and 
different attributes of the meaning of the illness experience and treatment 
value can cause problems in communication and understanding when the 
patient and staff have different cultural backgrounds. 

The patient, when faced with the challenge of daily dealing with his/her 
diabetes, tries to make sense of that within the frame of his/her knowledge, 
skills and the consequences of actions taken. The actions taken in order to 
manage his/her diabetes are governed by this understanding. Thus, achiev- 
ing a good metabolic control and reducing the risk of late complications is 
controlled by the patient’s understanding. As diabetes care mostly falls 
within the patient’s own domain, it is essential for the health care staff to 
focus their treatment plan at promoting the patient’s competence to accom- 
plish his/her task. In doing this, the basis must be the patient’s pre-under- 
standing of what has happened to him/her. Therefore, competence in 
managing diabetes cannot be achieved by providing the patient with lists 
of routines to be done nor the mere supply of facts. 

Fitzgerald and colleagues” studied the impact of dietary restrictions on 
African-Americans and Caucasians with non-insulin-dependent diabetes 
mellitus (NIDDM). Results showed that social support among Caucasians 
was an important factor in whether or not the patients follow the dietary 
recommendations, while for African—American patients the most important 
factor was the patient's attitude to diabetes. The authors recommended that 
health educators need to assess the psychosocial effects of diabetes on the 
patient’s personal and social life. Furthermore, they concluded that inter- 
ventions should aim at assisting the patients in recognizing their feelings 
about diabetes, and how these feelings influence their behaviour in the 
management of their illness or in following the self-care recommendations. 

Rankin studied the quality of life and social environment as reported by 
Chinese immigrants with NIDDM in a descriptive cross-sectional study. The 
purpose of the study was to ascertain factors related to the management of 
diabetes in the selected sample. He used Klienman’s questions concerning 
the meaning of diabetes and could describe a non-medical model of causality 
of diabetes. The implications of this study for practice were to emphasize 
assessment of the specific educational, psychosocial and quality-of-life 
issues. In planning educational interventions, one must be culturally sensi- 
tive to the different emotional, educational, social and vocational needs in 
this group. 

Even with the general knowledge acquired about certain cultures, one 
cannot generalize all patients from that culture. Dimou?’ proposed that one 
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should not infer from the cultural or ethnic generalizations, but instead try to 
assess the conceptions and understanding of each individual. 

Andersson and colleagues”® explored the factors that influence the 
management of a chronic disease in two groups, Chinese-Canadian and 
Euro-Canadian women with diabetes. The authors proceeded with a 
hypothesis that women’s patterns of self-management would be related to 
(a) ethnicity and/or (b) fluency in English. Their findings suggested that the 
way in which a woman managed her diabetes was not reducible to her 
ethnicity. Instead, the contextual features of her life, along with her ability to 
access resources, seemed to organize the way in which she managed her 
diabetes. 

In our study” the experiences of Arabic-speaking immigrant patients on 
how they live with diabetes and manage their illness in daily life was 
examined. The initial assumption was that problems in the encounter 
between this group of patients and their Swedish health care providers 
were due to cultural and linguistic differences. The study then developed 
through three phases. During the first phase we described problems as 
perceived by Arabic-speaking patients and their health care providers. This 
was carried out by first interviewing both patients and health care providers. 
The result was a list of problems identified by both, but there was a 
discrepancy as to what was seen as the problem. In the next step, we 
arranged a workshop where patients, interpreters and health care providers 
were invited to discuss these problems. The results indicated that even 
though culture is a factor in the problems occurring in the encounter, it is but 
just a small part. 

The next step was to elicit the patients’ own experience and understanding 
of living and managing their diabetes, through semi-structured in-depth 
interviews. A conceptual model was developed describing patients’ under- 
standing of diabetes and its management (Figure 4.5). The model was made 
up of the following concepts and their meanings in the understanding of 
diabetes. The concept of the meaning of having diabetes is described as the 
impact of developing diabetes, not only from the physical but also from the 
emotional and social viewpoints. The onset of diabetes is the period when the 
patient was first discovered to have diabetes, describing the reasons to which 
the patient ascribed his/her diabetes. Care for myself is the strategy that the 
patient developed to manage his/her diabetes as he/she judged to fit best. 
This included not only the medical but also the social and psychological 
aspects. The ‘care for myself’ is often regarded by most health care providers 
as negative behaviour. This is not necessarily true, at least not as conceived 
by the patient. Self-care is what the patient was told to do to take care of 
his/her diabetes, i.e. usually a treatment regime described as a set of routines 
which the health care providers believed would best serve the patient. ‘Care 
for myself’ is the patient’s modification of self-care, or even the alternative to 
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The meaning of 
having diabetes 


Family 


Onset of diabetes 


Care for myself 


Health care 
system 


Figure 4.5. The conceptual model that describes how patients can understand 
diabetes and how it’ affects their lives. P is the patient 


the self-care recommended by the health care providers. As long as this ‘care 
for myself’ is not acknowledged by the health care providers, it will always 
compete with self-care. The health care system is usually constituted of the 
treating doctor, the diabetes nurse educator and sometimes other members 
of the team. Sometimes the family, neighbours and friends give advice and 
help the patient to manage his/her diabetes. The concept of the family 
involves the meaning and the function of family members in the patient’s 
life, including his/her diabetes. 

The patient’s understanding of diabetes and the different ways of reason- 
ing were summarized in a process called ‘internal reasoning’. This is the 
process that the patient uses to explain to him/herself the phenomenon of 
having diabetes and its consequences on his/her daily life. Through internal 
reasoning the patient can put the different aspects of the phenomenon 
together to make a whole meaning and to explain the relationship between 
the different parts of diabetes. All these concepts are interlaced and affect 
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each other, with the process of internal reasoning governing this relation- 
ship. 

The third and last phase of the study was an intervention where the above 
group of patients were followed up during a period of 6-33 months. Two 
kinds of interventions were observed. The first was teacher-centred, where 
the patient was passive. The second type of intervention was patient-centred, 
where the patient was active, reflective and experimenting until he/she 
found the ways to manage his/her diabetes according to his/her under- 
standing. During this kind of intervention, the role of the health provider 
was supporting the patient and helping him/her reach his/her objectives. It 
was during this kind of intervention that behavioural changes occurred and 
learning took place”. 

Silverman’! has indicated that human actions are based on making sense 
of reality and argued that human action has an internal logic. Thus, the main 
concept in the model that we named ‘internal reasoning’ could be compared 
to Silverman’s ‘internal logic’. 

Kleinman has introduced the Explanatory model, which was defined as 
the ‘the notions about an episode of sickness and its treatment that are 
employed by all those engaged in the clinical process’. Both patients and 
health care providers have explanatory models in which explanations and 
alternatives to therapy are provided. 

Strandford and colleagues”? studied the personal illness models of 
diabetes among pre-adolescents and adolescents using Klienman’s ques- 
tions. Their results indicate that personal models are important tools and that 
they can help health care providers in planning education and implementing 
interventions. 

The health care providers’ model, on the other hand, is often based on 
medical facts and scientific causes, while the patients’ model is based on 
personal experience, social, intellectual and cultural meanings of the 
illness?!. In the encounter between the health care provider and the patient, 
where each has a different explanatory model of the disease or illness, there 
are bound to be difficulties. 

The empowerment approach stems from humanistic education and 
community psychology. The philosophy behind it is that the patient and 
the health care providers are equals. The patients are seen as having both the 
ability and responsibility to make choices and take decisions. Empowerment 
is defined as the process where patients gain control and mastery over their 
life*+> Thus, patient education in which empowerment is the goal aims at 
improving the patients’ quality of life by enabling them to make informed 
choices regarding their illness management. In this respect, these choices 
made are based on the patients’ change in understanding regarding his 
situation. 
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The proposed model could be used as an aid to illustrate areas of patients’ 
understanding which should be brought to the surface. It could be an asset in 
order to overcome the cultural barriers and have access to the individual’s 
own understanding in relation to his/her cultural background, as well as 
social and personal experiences in relation to the illness. It also shows the 
different movements that the patient makes during different phases of life. 
Learning and changing one’s understanding is a continuous process. 

Price*® proposed another model of learning diabetes self-management 
based on interviews with 20 IDDM patients in order to explore their learning 
experiences. Her model is composed of sequential phases that evolve over 
time, and is influenced by four factors: personal considerations, monitoring 
activities, specific cognitive skills for diabetes problem solving and defini- 
tions of control. While this model recognizes the importance of personal 
experiences and perceptions of what ‘works for me’, it can take a long time 
for the patient to reach an understanding and change his/her behaviour, 
since it depends a lot on trial and error. 

Culture and ethnic background is but a small part of patients’ under- 
standing of diabetes. For health providers to be able to plan effective 
interventions leading to changes in patients’ behaviour, they need to strive 
to understand how patients think and feel about their diabetes and help 
them accomplish the task of managing their diabetes and their daily lives. 
The internal reasoning model could be used as a helping tool to access 
patients’ understanding of their experiences of the illness. This will facilitate 
the planning of more effective interventions. 

Patients with diabetes, regardless of their cultural background, learn how 
to manage their diabetes and maintain acceptable HbA1c levels through a 
qualitative change of their understanding and the meaning of having and 
managing diabetes. In practice, this starts with the patients learning to test 
their blood glucose levels and learning to interpret these results in relation to 
their activities of their daily life. These activities include the relationship 
between blood glucose variations in association with food intake, exercise, 
stress, family life and social activities. This route provides a holistic perspec- 
tive of patients managing their diabetes. 

Supporting a patient in changing the conception of his/her diabetes and 
its management was a more effective educational strategy than the tradi- 
tional ones. The use of both the interview and the model will increase the 
quality of the consultation and lead to a relatively rapid improvement of the 
patients’ metabolic control. 

Our follow-up of the interventions and the subsequent analysis using the 
model indicated that a patient changed his/her illness management only 
when an intervention was focused on supporting the patient in his/her 
change of understanding. The model is to help staff to plan how to best 
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support the patient and to plan this together with the patient. Meaningful 
learning occurs when the patient's life experiences are used as a source of 
knowledge; the patient is encouraged to reflect on this knowledge and expert 
knowledge is to be supplied on the patient’s demand. This type of learning 
will affect the patient’s understanding of diabetes, which will result in a 
change of actions and better metabolic control and thus decrease the risk of 
developing late complications. 


ADDITIONAL EVIDENCE FROM DIABETES RESEARCH 


In addition to the work described here, there are two lines of research in the 
diabetes literature to suggest that an evidence base for this approach is 
emerging in the peer-reviewed literature, the descriptive research, followed 
by the intervention research. 

Kyngas and Hentinen?” interviewed a number of adolescents about their 
perceptions of their health care professionals, specifically their physicians 
and nurses. The adolescents’ descriptions of their carers’ behaviour were put 
into three or four categories. Two of these categories were common to both 
nurses and physicians; ‘motivating’—asks, listens and takes notice of 
adolescent’s opinion, decisions concerning care are made together, action 
of professionals is influenced by adolescents; and ‘routine’—professionals act 
according to their goals, ask the same questions every visit, and answers are 
ignored. For physicians, the other two categories were ‘authoritarian’ and 
‘negligent’. For nurses, the other category was ‘behaving according to 
physician's instruction’. What is important to note is that those adolescents 
whose health care professionals were described as motivating (which is 
closely related to the description of empowerment), were substantially more 
likely to have been rated as having ‘good compliance’, which in turn was 
related to better control of diabetes. 

Along similar lines, Street and colleagues” studied the consultations of 
nurses with patients with type 2 diabetes attending a 34 day diabetes 
education course. The recorded consultations were coded by assistants 
blind to the purpose of the research. After controlling for baseline HbA1, 
follow-up HbA1, taken 2-3 months after the consultations, was predicted by 
features of the nurse—patient interactions. Specifically, after interacting with 
nurses who were more controlling and directive in their communication, 
patients experienced poorer metabolic control. 

Another important descriptive study was recently published by Williams 
and colleagues*. They conducted a prospective study of 128 adults with 
diabetes. Their data indicated that when the health care climate was 


Facilitating Self-care Through Empowerment 91 


experienced as being rich with provision of choice, information about the 
problem, acknowledgement of the patient’s emotions and minimal pressure 
to behave in particular ways, patients display improved physiological 
outcomes, in this case glycosylated haemoglobin. Furthermore, Williams 
demonstrated the process by which an empowering consultation may lead to 
improved patient outcomes. Their prospective data indicated that patients 
who experienced a more autonomy-supportive health care climate reported 
more autonomous motivation (experienced a sense of volition, self-initiation 
and personal endorsement of the behaviour), rather than controlled 
motivation (people felt pressured to behave by some interpersonal or 
intrapsychic pressure). This sense of autonomous motivation mediated the 
association between an autonomous health care climate and blood glucose 
regulation. 

In a review of research on the role of patient participation in a visit to a 
doctor, Golin and colleagues? concluded that patient participation was 
associated with self-care. They hypothesized that increased patient partici- 
pation in the consultation would influence subsequent self-care, through 
improving the fit between the treatment regimen and patients’ lifestyle. This 
would clearly make it more likely that the individual would enact the 
treatment recommendations. In addition, by permitting patients to commu- 
nicate their concerns and priorities to the provider they are more likely to 
receive more of the information they want and need, rather than what the 
health care professional thinks they want, the result of which may be greater 
relevance of information and subsequent improved use of knowledge and 
skills. Therefore, it is not surprising that prospective studies have found a 
direct link between patient participation and expression of their views and 
subsequent self-care. 

Furthermore, a couple of studies have shown that increased information 
giving, meeting of patients’ expectations, and expression of empathy effect 
patients’ satisfaction with their medical care more than do the costs of care or 
the technical competence of the physician*®*! Individuals were more satis- 
fied with interactions in which they expressed their own opinions, and also 
reported feeling less motivated to adhere when they were scolded by a 
provider. Therefore, it would seem that there is a sound theoretical rationale 
and increasing descriptive data to support the argument for a more empow- 
ering approach to consultations. This descriptive data cannot demonstrate a 
causal relationship, which can only be demonstrated through intervention 
studies. However, there are at least two published intervention studies that 
provide further support for the principles of empowerment. 

Greenfield and colleagues” conducted a randomized controlled trial of an 
intervention designed to improve patients’ participation in their diabetes 
care. In a 20 minute session just before the regular clinic visit, the participants 
reviewed their medical records with a clinical assistant, guided by a diabetes 
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algorithm. Using systematic prompts, the assistant encouraged participants 
to use the information gained to negotiate medical decisions with the doctor. 
In the control group, the participants just reviewed standardized educational 
material. The intervention was successful in terms of changing the nature of 
the consultation. The experimental group were more active, asking more 
questions, speaking more, and obtaining more information. At follow-up the 
participants in the intervention group showed significant improvements in 
glycosylated haemoglobin and fewer functional limitations. Furthermore, 
there was a significant correlation between more effective information 
seeking and follow-up glycosylated haemoglobin. It should also be noted 
that the increase in patient participation did not result in a lengthening of the 
clinic visit time. 

Building on this work, Kinmonth and colleagues*® conducted a rando- 
mized controlled trial of training primary care professionals in more ‘patient- 
centred’ care. This was operationalized by encouraging professional carers to 
review the evidence for patient-centred care, and provide them with relevant 
skills training, such as active listening and negotiation of behaviour change. 
In addition, patients in the intervention group received a booklet encoura- 
ging them to ask more questions. All newly diagnosed patients with type 2 
diabetes at the 41 participating practices were then followed for a year. The 
intervention participants subsequently reported better communication with 
health care professionals, greater treatment satisfaction and better emotional 
well-being. These benefits were achieved without adversely affecting glycae- 
mic control. The authors concluded that the ‘study shows the power of the 
consultation to affect patients’ health and well-being’. 

Neither of these interventions was overtly based on the empowerment 
model, and only focused on certain aspects of the model as described above. 
However, in conjunction with the work previously described in this chapter, 
the data indicates that giving patients more choice, actively listening to them 
and answering their questions—in effect empowering them to take care of 
their diabetes—will result in improved physical and emotional health. 
However, it must be noted that to date, the authors are not aware of any 
study that has fully tested the empowerment model. Studies report changes 
in health care professionals’ attitudes towards patients having more auton- 
omy, choice and involvement in their diabetes care, as a result of attending 
‘empowerment training workshops’. There is, as yet, no published data to 
indicate that this results in changes in health care professionals’ behaviour in 
clinical practice, and that this will result in improvements in patients’ health. 
Bearing this in mind, we feel that the literature briefly reviewed here 
suggests that patients’ physical and emotional health will be enhanced if 
an empowerment model is adopted. Thus, there is the beginning of an 
evidence base for this model of diabetes care, but a full test of the model is 
needed. 
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CONCLUDING THOUGHTS 


This chapter has summarized the processes that led the authors to recon- 
ceptualize diabetes education and care. We have described how we have 
taken our colleagues down the same path, through our training workshops. 
We have highlighted the research, both our own and that of our colleagues, 
which we feel provides evidence for the effectiveness of this approach. We 
as a group are convinced, on philosophical, theoretical, experiential and 
evidential grounds, that this approach must be comprehensively tested in the 
world of diabetes care. 

Some readers may feel that this chapter has not touched their world of 
diabetes care, for example: How does this approach affect your practice? Does this 
take more time and resources? Does this replace diabetes education programmes? 
Therefore, we would like to end by presenting the story of one clinician’s 
experience using this approach. 

Helen is a 20 year-old single female, diagnosed by her GP, who had had 
type 1 diabetes for 2 years when she was admitted to intensive care for 24 
hours in severe diabetic ketoacidosis, with no concurrent illness. Whilst still 
an inpatient, conversations revealed that Helen had, over the previous few 
months, reduced the number of injections she was taking. She said that this 
was initially because the injections were painful, but that as a consequence of 
weight loss following insulin skipping, she had persisted with this beha- 
viour. Following discharge she was taught the relationship between circulat- 
ing insulin levels, blood glucose levels and ketoacidosis. For the next few 
weeks she appeared to be managing her diabetes effectively. Subsequently, 
she self-referred to the diabetes nurse specialist, complaining of backache, 
after her GP had failed to diagnose any pathology. Her random blood 
glucose was 25 mmol/l, and her urine was positive (+ + +) to ketones. 


STOP: Please now take a few moments to think about your plan of action at this 
time. 


Using the approach advocated in this chapter, Helen was first asked what 
her explanation of the pain was, but she had no causal explanation. After 
listening to Helen describe her health over the last few days, the clinician 
reflected back to Helen the set of symptoms she was experiencing (polyurea, 
fatigue, polydypsia, kidney pain, tender and sunken eyes). Helen was then 
encouraged to explore what these symptoms meant to her, in relation to her 
experiences of living with diabetes. Discussing these symptoms led Helen to 
reveal the amount of insulin she had administered over the past few days, 
and she acknowledged the probable association between her current health 
and lack of insulin. The possible management options were then explored 
with her, including admission to hospital. Helen chose to go home, take 
some insulin, measure her blood sugars and contact the diabetes centre if 
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further assistance was required. The next morning Helen rang and asked 
for further information about controlling high blood sugars—despite ad- 
ministering her usual doses of insulin, her blood sugars were still high 
(>20). 


STOP: Please now take a few moments to think about your usual plan of action 
at this time. 


In response to statements about her current insulin not working, the 
clinician checked Heler’s level of understanding, specifically the need to use 
higher-than-normal dosages of insulin during period of hyperglycaemia. 
This enabled Helen to suggest a number of potential options, which were 
discussed with the diabetes nurse. As Helen was still experiencing the 
symptoms of hyperglycaemia, she chose to take an additional shot of insulin 
and increase her normal dosage for the next 24 hours. Throughout this 48 
hour period, the diabetes nurse specialist gave no advice or recommendations to 
Helen; rather, she described the various options and probable outcomes for 
each potential solution that Helen raised. All information that was given to 
Helen was given only in response to her requests. Helen was informed that 
the diabetes nurse specialist would be happy to see her if she wanted to talk 
further about her insulin management. Helen dropped in to the diabetes 
centre the following day. 


STOP: Please now take a few moments to think about your plan of action at this 
time. 


After a little wait, Helen met with the diabetes nurse specialist. After 
asking ‘Helen, why are you unhappy?’, Helen revealed that she felt that 
people were perceiving her as fat. This made her feel angry, frustrated, she 
‘just could not be bothered’, which resulted in missed insulin injections. Over 
the next few days, she managed her diabetes markedly more effectively 
(blood glucose levels 10-14 mmol/l). Furthermore, she acknowledged the 
need for further help and the possibility of psychological support was 
discussed. 

A number of key points should be noted from this case study: 


e Helen was the individual who solved her own problems (this works to 
increase her confidence, competence and esteem). 

e Helen received detailed technological and physiological information (this 
information was not only received, but processed, acted upon and 
reinforced through experiencing the results of her decisions). 

e Helen has acknowledged her emotional struggle with diabetes and is 
considering psychological support (interpersonal therapy requires an 
active acceptance and desire to work at difficulties to succeed; this is 
difficult to achieve through clinician-driven referrals). 


17. 


18. 
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Helen remained out of hospital, improved her self-care, started to 
enhance her emotional well-being and successfully reduced her blood 
glucose levels. 
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NATURE OF THE PROBLEM 
THE NEED FOR SELF-MANAGEMENT 


Diabetes management requires a number of deliberate and largely conscious 
behaviours of significant complexity. In type 1 diabetes, the individual must 
alter food, insulin and physical activity on an hour-by-hour, day-by-day 
basis. In type 2 diabetes, management of medication, food consumption and 
physical activity are critical to good outcomes. For all people with diabetes 
there is a need to monitor blood glucose levels and make predictions, using 
bodily indications of hyperglycaemia or hypoglycaemia and external cues, 
such as time of day and physical activity. The person is also required to use 
health care services to screen for early signs of complications, and engage in 
preventive activities, such as foot care. This range of behaviours needs to be 
maintained by an individual within the context of helpful and unhelpful 
peer and social pressures, domestic and economic responsibilities and 
distracting life events. 

If self-management is inadequate and blood glucose falls too low, the 
individual suffers problems of hypoglycaemia—disruption to activity, loss of 
control, embarrassment or fear, loss of driving license, hospital admission or, 
on rare occasions, death. However, if blood glucose is high for too long there 
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is a risk of kidney failure, heart disease and loss of vision and limbs. The 
costs of poor self-management are thus enormous in terms of the impact 
upon quality of life, especially in the physical, emotional and social domains. 
Most recent studies suggest that 8-9% of NHS expenditure is spent treating 
the complications of diabetes alone’”. 


THE DISCREPANCY BETWEEN IDEAL AND REAL 
SELF-MANAGEMENT 


The ultimate aim is that people with diabetes enjoy the best possible quality 
of life with minimum disruption. Health care professionals have identified a 
set of behaviours to which an individual ’should’ comply (Table 5.1), 
although the emphasis will vary according to the service. Patients fall 
significantly short of staff ideals, as illustrated in column two of Table 5.1. 
There are difficulties inherent in attempting to measure compliance, the main 
being that self-report measures overestimate actual behaviour’. People may 
also look after some aspects of their regimen, but neglect others. This has 
given rise to the notion of ‘levels of self care’* a more helpful concept than 
traditional categories which label individuals as those that either do or do 
not self-manage. 

Research suggests that lower levels of compliance are associated with 
regimens that are complex, life-long and prophylactic”. This helps to explain 
low levels of compliance, although there is a variation across diabetic 
conditions and variables'®. A greater understanding of the psychological 
issues involved is needed in order for staff to develop the necessary skills to 


Table 5.1. Levels of compliance to recommended self-care behaviours 


Behaviour Level of compliance (%) Reference 
(%) 
All aspects of the regimen 7-40 5 
6 
Taking medication or insulin 70-80 7 
8 
6 
Blood monitoring 57-70 9 
6 
Dietary recommendations 65-76 10 
11 
12 
Physical activity 19-30 13 
14 
Foot care 28 15 
Attendance at clinic appointments 75 16 
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help patients. In this way the gap between ideal and real self-management 
can be narrowed. 


STAFF ATTITUDES 


Poor levels of compliance can be difficult for staff, given both the pressure of 
meeting targets set by national and international bodies!’ and the relentless 
reminder of risk from complications demonstrated in patients with whom 
staff may have had long and established relationships. This can result in 
negative and detrimental attitudes towards ‘non-compliant’ patients, which 
can have a deleterious effect on rapport, patients’ self-esteem and motiva- 
tion. Staff could be in danger of assuming that poor control is directly related 
to inferior self-management and that good control is always achieved by 
‘ideal’ self-management. However, this is not necessarily the case, as there are 
constitutional and environmental factors that shape both diabetes control 
and the development of complications (Figure 5.1). Health professionals do 
not appear to have fully grasped the complexities of self-management”, as 
there is not a unified set of commonly agreed behaviours applicable to all 
people with diabetes, and hence patients need to learn their own repertoire’. 

Staff beliefs about what is a ‘good’ outcome and their ability to encourage 
a greater sense of self-determination and autonomy in their patients are 
factors that influence improved glycaemic control”!. Staff can also uninten- 


Target behaviours 
Taking medication and insulin 
Blood monitoring 


Eating appropriately 
Balancing the above with activity levels 


The above behaviours uniquely 
combined for the individual 
Unknown F 
aa 
factors 


Figure 5.1. The relationship between self management behaviours and outcome 


Constitutional 
factors 
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tionally enhance misconceptions about diabetes, such as the notion of ‘mild’ 
diabetes, which may impact upon the person’s attitude towards his/her self- 
management”. For example, it is easy for a well-intentioned health care 
professional without specialist diabetes knowledge to suggest that routine 
blood monitoring will improve control, or that ‘hypos’ are completely 
avoidable with self-care. Therefore, staff wishing to facilitate behaviour 
change need to ensure that the targeted behaviour is worthwhile and the 
goals set are realistic. This may involve staff engaging in peer or multi- 
disciplinary group discussions to ensure that their beliefs and attitudes 
towards self-management behaviour are consistent with the evidence. 

Applied psychological theory should be able to help patients and staff in 
the pursuit of improved self-management. There are relevant theories, but 
limited empirical evidence to draw upon. This chapter will cite the psycho- 
logical principles that have proved valuable in health care and clinical 
implications will be discussed. These will, in part, be based upon the 
authors’ experiences in a 3 year pilot project on change counselling in a 
routine diabetes service”. Ultimately, the authors hope to stimulate a 
number of disciplines into contributing to this crucial endeavour and high- 
light the scope for change. 


THE TRADITIONAL APPROACH 
THE ROLE OF EDUCATION 


Knowledge is needed in order to self-manage diabetes. Many people with 
diabetes learn by trial and error. Information can come from other people 
with diabetes, lay sources (books, magazines and the Internet), or directly 
from medical experts, in which case it may be more consistent and accurate. 
A wide range of patient education programmes have been developed and 
evaluated over the last 20 years. Meta-analyses show that they increase 
patients’ knowledge about diabetes and lead to improvement in some areas 
of self-management, but they do not appear to have a significant impact 
upon overall diabetes control***’. In fact, some studies have found little 
relationship between level of knowledge and diabetic control”. The general 
conclusion is that patient education is a vital component of diabetes care, but 
is not sufficient in isolation”. 

There is a difference between knowledge and skill acquisition. The latter 
needs attention to modelling, practice and feedback. It is unclear how well 
these are incorporated into diabetes education programmes, although 
authors now acknowledge that simple knowledge transfer is not enough”. 
Attempts to use behavioural models from learning theory in education 
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programmes have had some additional benefit”? and there are guidelines 


from adult education theory that may enhance the effectiveness of routine 
education. These include the use of different learning stages and styles”, and 
specific approaches for the acquisition of skills, rather than knowledge 
alone®!. 


BEYOND COMPLIANCE AND ADHERENCE? 


Compliance is the extent to which a person’s behaviour coincides with 
medical advice”. Early research showed that compliance correlated with the 
extent to which patients understood, remembered and were satisfied with 
the information provided”. As much as 16% of the variance in ‘compliance’ 
could be explained by these factors. However, there are still discrepancies 
between ‘ideal’ and ‘real’ informational care and improvements need to be 
made’®. Simple strategies have been shown to improve recall and are 
summarized in Table 5.2. Other interesting examples of effective informa- 
tional care include the use of the Internet? and visual cards in ethnic 
populations™. 

Individuals often value non-health aspects of their life more highly such as 
social relationships and occupational status. Collaborative consultations” 
and joint decision making is needed to allow a patient to balance the desired 
health outcome with other aspects of his/her life. The health care profes- 
sional needs to learn to facilitate behaviour change in a way that takes into 
account the person’s overall choices and values and is not detrimental to 
his/her quality of life’. Consequently, a person’s self-care, lack of symp- 
toms, social functioning and emotional well-being need to be considered as 
separate, but relevant, domains. This is the essence of a patient-centred 
approach. 

In health care, this is reflected in movement away from ‘compliance’, 
which implies an authoritarian ‘do as I say’ approach, to the use of the term 
‘adherence’, with its evocation of greater self-determination and collabora- 
tion. In diabetes the term ‘self-management’, defined as the set of skilled 


Table 5.2. Techniques to increase the understanding and memory of verbal 
communications. Based upon reference?’ 


Technique Improvement in recall (%) 
Primacy: present the most important information first 136 
Stressing importance: emphasize the most important 415 
information 
Simplification: use shorter words and sentences 413 
Repetition: restate important information 414-19 


Use specific statements rather than general statements $35 
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behaviours engaged in to manage one’s own illness**, moves even further 


from the traditional stance in acknowledging that in order to achieve good 
control a person actually needs to be a self-motivated technician with the 
overall responsibility and burden of managing the disease'®. 

Professionals often do not know exactly how patients achieve good 
control, so facilitating self-management will involve helping individuals to 
find their own best combination of behaviours’. The chronic disease manage- 
ment research suggests people develop a set of ‘coping strategies’, and there 
is no ideal way to manage successfully. In fact, it is most helpful to have a 
range of skills to use in different situations’’. Thus, the challenge for health 
care professionals is to help each patient find his/her optimum way of self- 
managing. 


THEORETICAL FOUNDATIONS TO CHANGE 
COUNSELLING 


INTRODUCTION 


Change counselling can be defined by its philosophy, desired outcomes and 
methods. The philosophy, based upon the counselling tradition, aims to 
empower people sufficiently to be able to help themselves*?*!, The profes- 
sional’s objective is to be an equal partner in this process as the ‘client’ 
attempts to change. The desired outcome is the person achieving the best 
quality of life; balancing disease prevention with overall functioning and 
well-being. Change counselling methods draw upon the most relevant and 
applicable models from the behavioural sciences, which include: an under- 
standing of the way emotions distort rational thinking; how cognitions 
(thoughts, assumptions and beliefs) ultimately determine behaviour; and 
how behaviour is shaped by learning processes. 

In change counselling, theoretical and practical components can be 
assembled into a sequence of steps, according to the way people might 
make changes in their lives’. This provides the health care professional with 
a framework for breaking down the task of change counselling into a series 
of stages. It entails identifying the person’s stage of change and then 
providing the most relevant form of help. The underlying theory and 
empirical support for this approach is presented first in order to describe 
and clarify each change counselling component and is followed by a 
description of the process. 
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Counselling 


The core conditions of counselling (Table 5.3) have been found to be 
predictive of better outcomes in talking therapies’. Behaviour change 
counselling, therefore, incorporates these so that at the end of the consulta- 
tion the patient should perceive that the health care professional was 
understanding, genuine, warm, non-judgemental and caring. Guidelines 
are available for health care staff who wish to learn and apply a counselling 
approach“. It is not necessary to train as a counsellor, but it does involve a 
shift in style away from a directive approach (i.e. suspending advice giving 
at times) in favour of eliciting the individual’s thoughts and feelings”. The 
attitude of staff towards patients is seen as a prerequisite to effective 
working, and in diabetes services the counselling approach will be necessary 
for change counselling consultations to be effective. This is supported by 
recent research suggesting that those individuals who rated the professional 
to be ‘patient-centred’ achieved better diabetes control, and that adoles- 
cents’ perceptions of carers were related to diabetes self-management”. 
While the approach is insufficient alone, it facilitates a trusting and colla- 
borative relationship upon which to develop the change counselling inter- 
vention. 

Essential counselling skills (Table 5.4) include the use of questions and 
reflections to explore patient perspectives. Summaries can also be employed 
to improve recall, clarify understanding and demonstrate that staff have 
been listening. Self-reflection and supervision are essential for health care 
professionals maintaining a patient-centred stance. Each and every patient is 
unique, and staff must attempt to understand each individual’s particular 
needs and style of diabetes self-management. This is consistent with patient 
empowerment. 


Table 5.3. Core conditions of counselling 


Core conditions Description 

Empathic Attempting to understand the problems from the other person’s 
viewpoint and demonstrating it 

Non-judgemental Accepting the person’s opinions and values without evaluating 

Genuine Not playing out a ‘role’ with the individual, i.e. open and honest 
communication. 

Concrete Clarifying meanings and being specific, e.g. what, when. How exactly 


did you feel? 
Warm Showing care, being interested and positive towards the individual 
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Table 5.4. Core counselling skills 


Skill Description Function 


Open question—a question that These questions usually start Encourages exploration of the 


does not restrict the with: issues, and elaboration of 
response to a yes or no e How thoughts and feelings 
e What Helps the person to talk and is 
e When patient-centred 
e Where 


e.g. ‘What do you think are the 
most important aspects of 
your diabetes care?” 

e Simple or ‘parroting’, 
where part of the indiv 
dual’s statement is 
repeated 

e Paraphrase: the restate- 
ment is changed before 
being fed back 

e.g. ‘So, from what you’ve 
been saying, you have been 
thinking about stopping 
smoking’ 

‘So, today we have been 
discussing your concerns 
about smoking. On one 
hand, you know it would 


Reflections—a re-statement of 
all or part of what someone 
has just said 


Demonstrates the helper has 
been listening, improves 
rapport, allows clarification 
and encourages the person 
to talk 


Summary—restatement of the 
main points of a 
consultation or part of a 
consultation 


Improves recall, demonstrates 
listening, provides a 
formulation of the problem 
and possible action. It can 


improve your health, save 
you money and give you a 
real sense of achievement. 


bring part of a consultation 
to a close before moving on. 
Used at the end of a 


However, on the other consultation 


hand, you worry about 
coping with the cravings 
and any potential weight 
gain and would like to 
think it through at home’ 


Motivational interviewing 


Motivational Interviewing, is defined as a ‘directive, client-centred counselling 
style for eliciting behaviour change by helping clients explore and resolve ambiva- 
lence’*’. Rollnick and Miller“ argue that this approach is more than just a set 
of techniques, but encompasses a style and spirit which is patient-centred 
and facilitative. The key elements in motivational interviewing, which have 
developed over several years, are shown in Table 5.5. 

The resolution of ambivalence is at the core of the approach. It recognizes 
that people often have conflicting views about making changes to their lives. 
An example would be people who would like to stop smoking, as it will save 
them money and improve their health, but they feel unable to cope with 
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Table 5.5. Key elements of motivational interviewing. Based upon reference 47 


e Motivation to change is elicited from the person and not imposed by the health care 
professional 

e It is the person’s task, and not the health care professional’s, to identify and resolve 

ambivalence 

Direct pressure does not resolve ambivalence 

The counselling style is generally a quiet and eliciting one 

The ‘counsellor’ is directive in helping the client to examine and resolve ambivalence 

Readiness to change is not a ‘client’ trait but fluctuates over time 

The relationship is more like a partnership than expert/recipient roles 


everyday hassles and stress without cigarettes. The health care professional’s 
task, using a motivational interviewing approach, is to highlight the 
ambivalence and facilitate the person’s resolution of the issues, without 
persuasion. This reduces the likelihood that a patient will become resistant to 
health care staff and emphasizes the pursuit of patient-generated options. 
The approach has been developed mainly in the area of alcohol depen- 
dence. Initial studies found that therapist empathy was a significant pre- 
dictor of weekly alcohol consumption*® and further research demonstrated 
that motivational interviewing gave better outcomes than traditional 
approaches*”*”. Since ambivalence about engaging in change is common 
for people with diabetes, it has been argued that this approach could be 
employed in diabetes care’!. Ina weight reduction programme with women 
with type 2 diabetes, a group given an intervention using motivational 
interviewing principles achieved a significantly higher rate of adherence and 
better glycaemic control. Change counselling programmes should therefore 
encompass these empirically supported consultation guidelines”’. 


THE TRANSTHEORETICAL MODEL OF BEHAVIOUR CHANGE 


Prochaska and DiClemente™ investigated the process of change in an 
observational study that followed smokers who were attempting to stop 
independently. They observed that individuals went through a number of 
discernible stages in the change process, which led to the Transtheoretical 
Model of Change (Figure 5.2). Six stages of readiness were described: 
precontemplation, contemplation, determination, action, maintenance and 
relapse. Each stage represents an amalgamation of attitudes, intentions and 
behaviours”’. This model has subsequently been used to describe the process 
of change in a wide variety of behaviours, such as exercise”, smoking”, 
healthy eating” and diabetes self-management”. 
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PRECONTEMPLATION 


CONTEMPLATION 


DETERMINATION 


EXIT: 
permanent 
lifestyle change 


MAINTENANCE 


ACTION 


Figure 5.2. The Transtheoretical Model of Behaviour Change. Based on reference 54 


Individuals in precontemplation are either unaware that the behaviour is a 
problem for them or are avoiding or unwilling to consider behaviour change. 
At this stage the people may display some of the characteristics of resis- 
tance”, evidenced by avoiding discussion, minimizing or denying that the 
behaviour is problematical or defending their actions”. The people move 
into contemplation when they become able to think about and discuss their 
behaviour. They now acknowledge that the behaviour might be problema- 
tical or that they have something to gain from change, but have not decided 
whether to make the change because the advantages do not outweigh the 
associated barriers or losses. At the determination stage, the individual 
intends to make the change, develops action plans, reviews final blocks or 
barriers and considers how these might be overcome. In action, the indivi- 
dual is adopting the new behaviour whilst contending with the strength of 
old habits. After several months, the new repertoire has to be kept going, 
maintained, long enough for it to become the norm. At this point individuals 
may exit ‘the cycle’ into permanent lifestyle change. Alternatively they may 
relapse, having given up the intention to make or maintain the change. 
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The change process was initially seen as progression in a circle. Evidence 
now suggests there is movement forwards and backwards, with the poten- 
tial for relapse to occur at any point in the process. This has led some authors 
to conceptualize the model as a spiral’. For the purposes of this chapter it 
will be conceptualized as shown in Figure 5.2. However, it should not be 
seen as just an orderly process—people do move backwards. Also, there is 
some reason to believe that the stages are not absolutely discrete, and 
sometimes movement is along a continuum®!. Nevertheless, the model has 
proved to be useful in research, has been widely used in health education 
training and has high face validity for staff and patients. 

The Transtheoretical Model of Change emphasizes that individuals will 
normally make changes without intervention from a health care worker. For 
example, Prochaska® argued that people will move from precontemplation 
to contemplation as a result of a developmental event (e.g. reaching 40) or an 
environmental event (e.g. a comment that they smell of cigarette smoke). 
However, if the emotions, cognitions and behaviours associated with each 
stage could be identified, health care professionals, using counselling and 
motivational interviewing principles, could facilitate progress more effec- 
tively. Research is needed to test out these clinical assumpHons, although 
developing the necessary methodology will be challenging oe 


PSYCHOLOGICAL MODELS TO HELP UNDERSTAND 
SELF-MANAGEMENT 


Social cognition models 


The psychological literature has investigated in considerable detail the 
beliefs that predict a person’s intention to engage in a health-enhancing 
behaviour. These models can help guide the clinician in terms of the most 
relevant topics to explore. 

The Health Belief Model (Figure 5.3), proposed by Becker®, argues that 
people acquire beliefs about perceived disease severity, susceptibility and the 
perceived benefits over barriers for change; these combine to increase the 
‘likelihood of taking action’. The Health Belief Model has been extensively 
researched in diabetes, with the use of psychometric measures for each 
health belief dimension®°. They are usually significantly associated with self- 
management but account for a small amount of the variance’. Conse- 
quently, they provide a relevant but insufficient explanation of the process, 
although they are widely referred to by clinical staff. However, the model 
does not cite the importance of intention as a mediating variable, and does 
not embrace other non-health beliefs that might determine behaviour 
change. It therefore needs to be integrated within a wider model. 
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sociobiological Perceived costs 
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Perceived 
threat 


Perceived susceptibility 


Likelihood of 


Perceived seriousness taking action 


Cues to action 


ACTION 


Figure 5.3. The Health Belief Model. Based on reference 65 


Some psychological models assume that self-management behaviours are 
under volitional control, and therefore the single best determinant of future 
behaviour is a person’s reasoned ‘intention to change’. The Theory of 
Reasoned Action® predicted that an intention to behave results from two 
variables: (a) a favourable attitude towards the behaviour, and (b) from 
norms that suggest that valued others would approve of the individual 
engaging in the behaviour. A third variable, namely self-efficacy, or the 
person’s belief in his/her ability to carry out the behaviour was added and 
the model then became known as the Theory of Planned Behaviour”. 

The Health Action Process model”! (Figure 5.4) attempts to combine 
research findings and serves as the best summary to date of the relevant 
variables. It emphasizes the importance of outcome expectancy (‘What’s in it 
for me?’) and self-efficacy (‘Can I do it?’). It adds an important further 
predictor of behaviour, namely cognitions that result in plans about initiating 
the behaviour, e.g. ‘I will start going for a walk on Monday with my friend’ 
(i.e. action plan) and thoughts that predict difficulties in maintaining the 
behaviour and develop appropriate coping strategies, such as distraction or 
focusing upon the gains of change (i.e. action control). The model empha- 
sizes a set of beliefs that can in part determine and motivate towards an 
intention to behave, but then need to be translated into cognitive plans for 
action and maintenance. They provide a checklist of beliefs to explore with 
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: EXPECTATIONS 


VOLITIONAL PROCESSES 


SITUATIVE BARRIERS, RESOURCES 


SOCIAL SUPPORT. 


Actual 


VULNERABILITY 


ACTION PHASE 


MOTIVATION PHASE 
Figure 5.4. The Health Action Process Approach’! (Schwarzer 1992) 


the patient and thus influence the likelihood of self-management. These 
attitudes and beliefs are evident initially during the precontemplative stage 
of readiness, but are most important during the contemplative stage. The 
action plan and action control of the Health Action Process model are 
relevant in the determination and action stages. 


Behavioural processes 


Behavioural theory argues that actions are shaped by their antecedents and 
consequences. If a behaviour is positively reinforced, by either a pleasant 
sensation, praise or the cessation of something unpleasant, then individuals 
are more likely to engage in that behaviour again. If adverse consequences 
follow behaviour, then it is less likely to occur again. Crucially, it is the 
immediate consequences that shape behaviour, not long-term gains. In 
diabetes self-management this is problematic, as the immediate conse- 
quences of some elements of the regimen are not instantly reinforcing and 
the gains are only evident in the long term. 

Reinforced behaviour that is preceded by a cue, or trigger (known as a 
stimulus), will then be initiated by the presentation of the ‘stimulus’ alone, 
and will seem automatic. Improving self-management may involve disrupt- 
ing the cues that trigger unhelpful behaviour, or deliberately introducing 
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new triggers that will initiate the new behaviour. Shillitoe”* describes the use 
of these behavioural principles to improve self-management in diabetes care 
and these techniques have proved to be beneficial in obesity” and diet”. 
They involve manipulation of the stimuli and the inclusion of more immedi- 
ate positive reinforcers. 

For new behaviours to become automatic, they would need to be followed 
by positive reinforcers and preceded by strong triggers or cues. This is the 
ideal, as the new behaviour would not have to be consciously thought about 
in order to be maintained. Unfortunately, most lifestyle changes in diabetes 
self-management have no immediate reinforcers, the cues for the new 
behaviour are subtle, and the cues for old behaviours are very strong. If 
the behaviour is to be maintained, it will have to be consciously thought 
about each time and reinforced. For patients with diabetes, health issues may 
not be given highest priority when other life events or needs demand 
conscious attention. Behavioural principles generate strategies for increasing 


success during the action and maintenance stages’. 


Emotional processes 


Emotions have an impact upon the way people think and behave, and strong 
emotions may disrupt the cognitive and behavioural processes described so 
far. They may arise due to problems in adjusting to the diagnosis of 
diabetes ””®, diabetes related fears of complications” He negative hypogly- 
caemic events”, or because of external and unresolved life events. The 
emotional impact of an event may be amplified by individual differences 
in emotional lability, conditioning, coping and levels of social support®?*!, 

Strong emotions lead to defence mechanisms which seem to act by 
distorting or denying the reality of the situation which then protects the 
conscious mind from further distress®”. This may be the underlying explana- 
tion for the theoretical model forwarded by Janis”, which predicts that high 
or low fear-arousing messages will not motivate healthy behaviour. Moder- 
ate levels of fear may be most useful, as they emphasize the importance of 
change without engaging defence mechanisms. Strong emotion may also 
disrupt rational thought processes, leading to more erroneous beliefs. If 
thinking about diabetes elicits strong negative, unpleasant emotions, beha- 
vioural principles would suggest that the individual will respond by trying 
to reduce the frequency of such unpleasant thoughts. The person will thus 
‘avoid thinking about it’ and remain precontemplative. 

Low or depressed mood leads to increased pessimism with respect to the 
perceived benefits of change and to reduced self-efficacy, which are both 
crucial motivating factors. Low mood may stem from the bereavement 
process, triggered by the diagnosis itself and the constant stream of 
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diabetes-related losses that a person experiences**. There may be other 
reasons for low mood, such as negative life events, but whatever the 
aetiology it will have a major impact upon the person’s capacity to self- 
manage. Screening to detect depressed mood may be helpful in patients who 
are attempting significant lifestyle change. A simple scale, such as the 
Hospital Anxiety and Depression Scale*’, can screen out patients who 
should either be excluded from behaviour change counselling, or need 
help for their problems as a precursor to work on self-management. It 
would then be important for the person to receive the appropriate treatment, 
either pharmacologically or with cognitive therapy. 


CHANGE COUNSELLING—ASSEMBLING THE COMPONENTS 


Research indicates the value of combining motivational interviewing, the 
change cycle and an understanding of psychological processes to influence 
diabetes-relevant behaviours, such as taking exercise, quitting smoking and 
establishing a healthier diet. The Stage of Change model has not been fully 
evaluated by randomized control trials, but evaluations carried out in a 
number of areas suggest its potential efficacy*®. Messages specific to a 
person’s stage of change have been shown to increase the uptake of 
mammography and smoking cessation®”’*>. These behaviours are highly 
relevant to diabetes, especially type 2, where the focus is upon healthy 
eating, exercise and taking medication. In type 1, insulin-dependant 
diabetes, successful self-management is more complex, given the greater 
interdependency of behaviours (e.g. monitoring, diet and insulin dose 
adjustment). Nevertheless, similar principles should apply to complex 
behaviours, provided that the action plan, action control and acquisition of 
skill is addressed in more detail. 

A pilot study supporting the use of these methods”? randomized indivi- 
duals with type 2 diabetes into two groups that focused on weight reduction. 
One group included a motivational intervention (n = 6) and the second 
followed a standardized behavioural weight control programme (n = 10). 
Significant benefits in glycaemic control and in adherence to the weight 
reduction programme were reported in the motivational group. A 4 month 
follow-up showed that both groups had lost weight, with no significant 
differences but a trend in favour of the motivational group. The authors 
report the advantages of a motivational intervention, but note the need for 
further investigation with a longer follow-up period (the real test of weight 
reduction programmes), a larger sample size to improve the power of the 
study and a tighter experimental control. 

In summary, empirically supported models for behaviour change have 
been widely used in medical settings. Counselling and motivational inter- 
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viewing largely dictate the recommended style of empowerment, but the 
skills are not usually taught to health care staff”. These techniques aid the 
development of appropriate rapport in order for the individual's readiness to 
change to be identified using the change cycle. The prevailing psychological 
models can then help to formulate which emotional, cognitive or beha- 
vioural barriers might be stopping individual progress around the cycle with 
the employment of appropriate specific strategies to complete the process*’. 
Given the current level of knowledge, this represents the most logical way to 
understand and facilitate self-management. 


CHANGE COUNSELLING IN PRACTICE 
NEGOTIATING TIME TO WORK 


At each consultation patients may come with new needs, e.g. physical health 
problems, requests for information and for reassurance. They may want their 
toe nails cut, or a new insulin pen. The health care professional may have 
his/her own screening and surveillance agenda and, as time is strictly 
limited, priorities may be very different. Self-management may never be 
discussed. Indeed, there may be some collusion to avoid the subject; the 
patient avoids a sense of failure and the health care professional keeps the 
topic safe and supportive. Therefore, if change counselling is to facilitate self- 
management, it must first be on the agenda. 

One approach to raising the issue is to specify subgoals within the 
consultation, as in general ractice’’. In a diabetic clinic, a ‘road map’ 
(Figure 5.5) has been piloted 3. It makes the agenda negotiated and explicit 
by defining and agreeing the purpose of the next part of the consultation, 
thus empowering the patient and prompting the health care professional. It 
starts with the person’s life beyond his/her diabetes, and then considers the 
person’s diabetes agenda (‘What would you like from today?’). It then 
considers the clinician’s agenda (e.g. screening, treatment and education). 
Options for self-management follow, such as specific target behaviours, 
assessment of the individual’s stage of change and the employment of a 
stage-specific strategy or intervention. 

The ‘road map’ expects some self-management work to be covered, and 
thus motivates the member of staff to reach this part of the consultation. It 
can also provide a record that is useful within a multidisciplinary clinic 
across and within clinics, such as the annual review process, and allows for 
follow-up of self-management issues. 
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Person’s agenda 
The person in general 
Person’s agenda 
The person’s diabetes 


Clinician’s agenda 


Intention: improved self- 
management 


Noticeboard of options 


l 


Use of the 
behaviour change 


cycle 


Figure 5.5. The consultation roadmap 


DEFINING THE DESIRED OUTCOME 


The additional challenge in diabetes is to target the most important beha- 
viour from a potentially long list of self-management behaviours. Counsel- 
ling models“! would suggest that the individual should define the next 
health-enhancing change. So if, for example, the patient would like to focus 
on increasing the amount of fibre in his/her diet, then this should be the 
target behaviour in the hope that other changes will follow. Unfortunately, in 
diabetes more critical changes may be necessary. Patients may be missing 
insulin injections or medication. Negotiation and challenging may be neces- 
sary, and is more likely to be successful if good rapport has been established 
using counselling methods. A ‘risk factor tool’ can aid this process by 
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highlighting the options and potential benefits of each behaviour. Variations 
on this approach have been described”! 


ASSESSING READINESS TO CHANGE 


Patients can simply be asked to rate, on a scale of 0-10, how ready they are to 
make a change. Prochaska and DiClemente”* suggest the use of an algorithm 
in order to determine the actual stage of change. They identified six stages: in 
precontemplation, individuals are not currently engaged in the behaviour 
change and do not intend to change in the next 6 months. In contemplation, 
the individual is considering changing in the next 6 months. When indivi- 
duals are in the determination stage, they are planning to make a change in 
the next 30 days and have made at least one attempt. Those in action have 
started the change in the last 6 months, and those in maintenance have 
managed the change and have kept it going for 6 months or longer. This can 
be a complex system to employ. 

Other methods of assessing readiness to change include the use of 
questionnaires which employ stage-specific statements. Heather et al.” 
developed a tool specifically for use with alcohol and there have been 


Please look at the statements below. Which one best describes how you feel right now about 
improving your diabetes self management? 
Which statement 
fits for you 
Tick [V] one only 


There is no need for me to think about my diabetes 

I don’t want to think about my diabetes 

It’s a waste of time thinking about my diabetes 

I am weighing up the advantages and disadvantages of improving 
my diabetes 

Sometimes I think I might benefit from improving my diabetes but 
haven't decided yet 

I have definitely decided to improve my diabetes 

I am planning how to improve my diabetes 

I am actually trying to improve my diabetes and started to do 
something about it 

I have managed to improve my diabetes, I just need to keep it going 

I have now improved my diabetes and I am trying to avoid slipping 
back into my old ways 

I have given up trying to improve my diabetes 

I have not been able to keep the change going 


Scoring key: The first three items would suggest the individual was precontemplative. Items four and five 
refer to contemplation, six and seven determination and eight suggests early action. Nine and ten would 
indicate attempts at maintenance with eleven and twelve indicating relapse. 


Figure 5.6. A method to aid assessment of stage of change for diabetes self- 
management 
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Being more active ? 


Please look at the six pictures and statements below. Which best describes how you teel right now 
about being more active? 


Which picture fits for you? (Tick (v) one only) Which statement fits for you? (Tick (“) one only) 


There is no need for me to think about being more 
active. 


I don’t want to think about being more active. 


It’s a waste of time thinking about being more 
active. 


I am weighing up the advantages and 
disadvantages of becoming more active. 


Sometimes I think I might benefit from becoming 
more active, but haven’t decided yet. 


Pires Ont I have definitely decided to be more active. 
Planning 


I am planning how to be more active. 


I am actually trying to be more active. 


. I know that I should do more activity and have 
Taking the first steps started to do something about it. 


I have managed to be more active, I just need to 
keep it going. 


I am now more active and trying to avoid slipping 
back into my old ways. 


I have given up trying to be more active. 


aw I have not been able to keep the change going. 
ere I started 


Figure 5.7. An assessment method using stage-specific pictures and statements for a 
specific behaviour 
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How do you feel about Smoking ? 


YM NOT WHAT AM | 
BOTHERED... GOING TO WHAT'S IN 
SMOKING’S ao MISS THINK yy, \T FOR ME 
DOING a Moz , Go 


Figure 5.8. An assessment method employing behaviour change cycle with pictures 


attempts to adapt these for diabetes services.” Diabetes-specific statements 
have been developed from the ‘Readiness to Change’ Questionnaire (Figure 
5.6) but the transfer of this method into diabetes care is yet to be tested. This 
was viewed to be necessary before assessing the stage of change for a specific 
behaviour, such as physical activity or smoking. If individuals are precon- 
templative for their overall diabetes self-management, this would need to be 
addressed before moving on to specific behaviours. Similar tools can be 
employed to assess stage of change (Figure 5.7) for a specific behaviour, and 
visual images alongside stage-specific statements enable concurrent validity 
to be tested”*. Alternatively, the behaviour change cycle can be described 
using illustrations, and the patients asked to indicate which representation 
applies to them (Figure 5.8). Ultimately, the practitioner can use clinical 
judgement. The measures illustrated are in their infancy, but an initial pilot 
suggests some validity to this approach”. Using the tool shown (Figure 5.7) 
in a small sample (n = 11), the level of reported physical activity matched 
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closely the individual’s stage of change. Furthermore, progression around 
the cycle was in accordance with increases in the self-reported frequency of 
physical activity. Much more work is needed to further test the validity and 
reliability of this tool. 


PRECONTEMPLATION 
Overcoming the emotions 


In diabetes, adjustment to the condition itself is a problem’! 7. The diagnosis 
implies future losses and there is a need to acknowledge the life-long 
adjustments needed to accommodate and manage the process from the 
beginning. In a sample of 1159 people with diabetes, 60.4% experienced 
strong emotional reactions at the time of diagnosis and 23% would have 
liked more emotional support”. Poor adjustment, as with other conditions, 
can be related to the way the individual was informed of the diagnoisis”’, 
poor social support”, rigid belief structures!™? or a poor range of coping 
strategies”. Bereavement counselling models can be used to facilitate 
adjustment". People are encouraged to talk through the loss and the 
negative impact in a way that leads to emotional catharsis“! and emotional 
habituation. This requires the use of open questions that direct attention to 
the emotional feelings associated with loss; open questions that encourage 
discussion and reflections that demonstrate understanding. 

A second source of negative emotion is the fear of complications” perhaps 
made worse by the vicarious experience of older relatives or hospital visits. 
Clinicians can help by providing appropriate information and allowing 
individuals to question their catastrophic thinking about vulnerability, 
seriousness or the extent to which complications can be avoided (e.g. medical 
advances in screening and treatment). Maximal motivation will occur with 
moderate amounts of fear. If this is not achieved by informational care alone, 
then allowing people to talk about complications and fears in the right 
environment (as shown in Table 5.2) can lead to some emotional calming. 
Graded exposure helps individuals with diabetes-related phobias or obses- 
sions, and needs to be conducted or supervised by an appropriately qualified 
practitioner. 

Severe hypoglycaemia fits the diagnostic criteria for a traumatic event as it 
involves a threat to life in association with feelings of helplessness”. 
Following a traumatic event, strong and often distorted memories are 
stored which can be very emotionally distressing when recalled!, In 
order to manage this distress, individuals may avoid recalling the event 
and also avoid potentially similar situations. This may explain why some 
individuals maintain elevated blood sugar levels, although phobic fear of 


120 Psychology in Diabetes Care 


hypoglycaemia can develop without a traumatic event”. However, in the 
case of trauma, problems can be identified by asking the person to recall the 
distressing events to see whether he/she can still be upset by recalling them. 
Simple therapeutic interventions include encouraging people to repeatedly 
recall these experiences and elicit their beliefs about the experience until they 
became desensitized by repetition’. However, this must be done with 
caution. An individual should never be forced into this dialogue, as 
unresolved distress can cause further trauma. More severe cases should be 
referred for psychological help. 

If people sense that they are being pushed into something that they do not 
own, they react with resistance”. In the diabetes clinic, this is likely to be 
covert and demonstrated by continued poor self-management. Resistance is 
a reflection of the person’s experience and not a personality trait®’. It may 
have accumulated from previous hospital or GP visits, especially if in the 
past the approach has been authoritarian, overly critical and negative. 
Resistance is an obstacle to increased awareness of the problem and the 
benefits of behavioural change. To overcome this barrier, it helps to encou- 
rage deliberate expression of resistance by asking open questions. The most 
valuable technique is rolling with resistance’’, in which the health care 
professional does not necessarily agree with the person’s comments but 
nevertheless reflects them back to demonstrate listening and empathy. This 
approach is likely to assist the patients to move on in their thinking and 
explore their own needs, rather than justifying their behaviour to the staff 
member. A sophisticated version of rolling with resistance is the double- 


Table 5.6. Rolling with resistance 


Patient comment Staff ‘role’ 


Examples of rolling with resistance 


No I don’t think that the amount I drink So, you really can’t believe that you could be 
does me any harm doing any harm to yourself 

Smoking, that’s the catch-all of the medical All everybody seems to talk to you about is 
profession. I think my main problem is smoking when really you believe all your 
stress problems are related to stress 

Well, I suppose I could if you think it would Perhaps you know what we want, but 
help you're not so sure yourself 

I just can’t take my BMs. I’m too busy at Its hard to find time to do your BMs. At 
work and I forget, and once I’ve finished work you are too busy and at home you 


work, by the time I’ve picked up the kids can’t find the time 
and got home, I don’t have time 
Examples of double-sided rolling with resistance 
I don’t think I can do anything So you can’t do much but you have been 
worried about your eyes 
Don’t tell me I should lose weight, it’s how So you get a bit cross when losing weight is 
I’ve always been suggested but you don’t want to go on 
insulin 
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sided reflection, where the beliefs of the patient are fed back, highlighting the 
patient’s ambivalence by including the positive aspects of change (Table 5.6). 


Addressing misconceptions 


Leventhal and colleagues!” established that people’s beliefs about physical 
illness are first accumulated via past life experience, media influences and 
the information gained from family or friends!”°. They are then ordered into 
personally unique illness representations which are used to make sense of 
subsequent information. This means that people do not passively receive the 
information they are given during education programmes. It is filtered 
through an illness representation where errors occur as information is 
distorted to fit with existing ‘knowledge’. Misconceptions are therefore to 
be expected. 

Each individual's illness representations has five constructs. In diabetes these 
would be: (a) identity—the symptoms associated with the patients’ diabetes 
and the type of diabetes they have; (b) timeline—the individuals’ perception of 
how long their diabetes will last; (c) consequences—beliefs regarding the 
impact the diabetes will have upon their functioning and quality of life; (d) 
control /cure—whether the diabetes can be cured or controlled; and finally (e) 
cause—whether the diabetes is caused by stress, a virus, genetics or some other 
factor. Inaccurate beliefs can be one of the reasons why individuals are not 
considering change. For example, they may believe they have ‘mild diabetes’ 
and that they do not need to try too hard to reduce their blood sugars; or that 
diabetes medication is addictive, or insulin has side effects, and so miss the 
occasional injection or tablet. They may be unable to make the connection 
between blood glucose levels and serious complications, perhaps believing that 
no symptoms means no damage. 

These misconceptions can be hard to detect, as they may have been 
developed over time. The individuals will assume their belief is correct and 
does not need to be checked out. The practitioner’s counselling skills can help 
to elicit misconceptions by using open questions, such as, ‘What do you think 
is the most important thing to do for your diabetes control?’. It is crucial to 
check the individuals’ beliefs before giving information, as they will tend to 
select the information that fits best with their own belief system. Informa- 
tional care must start with the patients’ models and also check subsequent 
understanding. If a misconception is identified, the practitioner can provide 
information but must also discuss the evidence the individual is using to 
support that belief. This is most effective when carried out within the core 
style using the counselling skills presented previously, as too many questions 
may feel like interrogation and precipitate resistance. Table 5.7 includes some 
strategies that can help individuals to question their beliefs. 
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Table 5.7. Strategies to help question misconceptions 


. Ask the person to identify and question the evidence of his/her belief 

. Ask him/her to consider his/her response if a good friend made this suggestion 

. Test out the reality of his/her belief. This process can be enhanced by asking the individual to 
attend to or collect information on the subject, such as all articles in the newspapers that 
report the benefits and risks of the target behaviour, e.g. cigar smoking. This can also prevent 
‘selective attention’, i.e. only noting information that fits with one’s own beliefs (e.g. cigar 
smoking prevents Alzheimer’s disease) 

4. Rather than seeing something as either black or white, ask the person to consider seeing it in 

shades of grey 


WNr 


Establishing salience 


There are many distractions in everyday life. They cannot all be processed, so 
only a fraction are given our limited attention)”. If thoughts about diabetes 
self-management are to be chosen, there has to be sufficient relevance or 
salience for the individual. Human beings are agreed to be rational proces- 
sors of information calculating how they can personally achieve the most 
advantageous outcome!”®. Their needs include self-esteem, control, comfor- 
table emotions, relationships, and a sense of achievement. Health issues may 
have low salience in comparison, especially when the advantageous 
outcome is the potential avoidance of complications in the distant future! 
Thus, movement out of precontemplation involves ‘hooking’ someone into 
thinking about self-management, and so information needs to emphasize 
gains that are personally relevant. This means identifying the person’s major 
needs and anticipating the way these would be threatened by poor self- 
management or enhanced by improved control. Table 5.8 provides some 
illustrations as to how health care professionals can tailor general informa- 
tion about diabetes to the person in a way that makes it relevant. For 
example, a person who values his/her fitness and enjoys competitive sports 


Table 5.8. Examples of personally relevant information 


Patient: ‘Losing weight, it’s so hard, I can’t see how it will help anyway, it’s not what I eat. The 
thing that bothers me the most at the minute is those pains in my knees’ 

Helper: ‘So it would be hard for you to lose weight (reflection). Did you know that losing weight 
would lesson the pressure on your knees and that would help with the pain? You might even 
be able to get around more easily’ 

Patient: ‘Stopping smoking and my diabetes, that’s all everyone talks about. I don’t want to stop 
smoking. It’s this breathlessness that bothers me’ 

Helper: ‘So you don’t want to think about stopping smoking (reflection), but it actually might 
help with your breathlessness and means you could walk further without stopping’ 

Patient: ‘I really hate blood monitoring—it hurts, it’s messy and embarrassing, especially at 
work. I want someone to help me with these hypos I keep getting, they are really starting to 
get me down’ 

Helper: ‘So, blood monitoring is really not for you (reflection) but it could help with your hypos. 
Getting a handle on your blood sugars really helps to determine how much insulin you need’ 
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could be motivated by maintaining his/her performance for Sunday football 
by sustaining good control, whereas an individual who enjoys needlework 
could be motivated by the gains of preserving his/her eyesight. 


CONTEMPLATION 


When a person is in the contemplation stage, he/she typically has a range of 
ambivalent thoughts about making the change. ‘Ambivalence’ describes an 
individual who is experiencing opposing thoughts and feelings about an 
issue at the same time. It is important in behaviour change counselling that 
both sides of the argument are addressed”. If insufficient attention is given 
to the negative aspects of change, these will invariably come to the fore at a 
later stage and undermine any progress. The simplest way to do this is to 
help a patient make a thorough pros and cons list (Figure 5.9). This may 
include non-health issues, such as finances, reaction of relatives, models for 
children or grandchildren, ability to get into clothes. People are also 
motivated to behave in a similar way to those they perceive to be like 
them, or whose opinion they value, as described in the Theory of Reasoned 


Pros of change Cons of change 
consequences for me 


consequences for other people 


the reactions of others 


l k m m 


Figure 5.9. Pros and cons list (the decisional balance). Based upon reference 60. 
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Action®’. This helps to explain the value of video role models or group 
programmes in diabetes care. When helping to construct a pros and cons list, 
it is often useful to consider the Health Belief Model®”. This is a reminder of 
the importance of balancing perceived severity and vulnerability, combined 
with how avoidable the risks are, against perceived barriers to making 
change. It is important that health care professionals help patients to 
understand risk accurately, as inaccurate understanding may result in the 
patient feeling vulnerable and susceptible to complications he/she perceives 
to be unavoidable. This is particularly important, since trials suggest that 
people can only reduce their chance of developing complications, and cannot 
be guaranteed a healthy life!°8. In summary, the question for the patient is, 
‘what’s in it for me?’ It is only when he/she has considered both sides of the 
equation, from both a health and a non-health perspective, that he/she can 
be clear about their intention. 

Detailed questionnaires based on the Health Belief Model exist to assess 
people’s beliefs about complications, i.e. vulnerability, susceptibility, serious- 
ness, barriers’”’. These methods may take too long to apply in routine 
clinical work. But the health care professional can employ a number of open- 
ended questions to identify potential gains or losses with respect to the 
change. These prompts might start with non-health aspects, move on to 
health and complications and finish with peer group issues. 

Self-efficacy is the individual's belief that he/she can perform the beha- 
viour required to achieve the desired outcome!” e.g. ‘I want to lose weight, 
but will I be able to pass the bakery on my way home without buying a 
muffin?’. Self-efficacy is usually assessed by asking people how confident 
they feel about achieving the changes they are planning, on a scale of 0-10 
and in a variety of situations (0 = not at all confident, to 10 = completely 
confident). Self-efficacy can be increased by referring to examples of personal 
achievement in the recent past, by using normative data showing that people 
in similar positions have been able to make these changes, and by breaking 
the task down into small manageable tasks, thus increasing mastery. The 
behaviour change cycle can be employed to normalize the process, particu- 
larly relapse, and by emphasizing that small incremental changes, or even 
progression around the cycle, are indicators of success. A problem may arise 
when negative emotions emerge and distort thinking, resulting in self- 
doubt!". One approach is to ask patients to note when they become low 
or pessimistic in mood, and then identify the thoughts that were going 
through their heads at those times. These can then be discussed and 
‘restructured’ if they include distortions or incorrect inferences (Table 5.7). 
Many guidelines are available!!”, although few have applied this approach 
to diabetes. 

The optimism and behaviour of the health care professional may also 
have a bearing on an individual’s subsequent self-efficacy. However, this 
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needs to be used cautiously so that the patient does not feel under 
pressure. 


DETERMINATION 


When a person is clear about the outcome he/she wants to achieve, and this 
is expressed in a way that can be monitored and recorded, e.g. number of 
blood glucose monitoring measures in a day, then he/she is more likely to 
achieve the change. The health care professional needs to help clarify specific 
but tailored plans according to the acronym SMARTS (Table 5.9). This 
approach has been cited in the care of diabetic adolescents''’. In addition 
to this, some form of self-monitoring, such as keeping a diary, can also be 
motivating and will influence the development of an action plan. Motivation 
lists (Table 5.10) can act as reminders of “What’s in it for me?’ and a relapse 


Table 5.9. Elements of a SMARTs action plan. Based upon reference 62 
Specific The plan needs to be clear, so rather that ‘cutting down’ the person needs to 


specify what he/she will do, e.g. walk for half an hour, three times a week; 
have chips twice a week 


Measurable It should be possible to monitor or gauge the person’s progress. This is easier if 
the aims are specific, as described above 

Agreed The plan is negotiated—the person is not forced into the decision by the health 
care professional 

Realistic The plan is achievable—the person is not deciding to run a marathon. Progress 


needs to be made in small incremental steps in order to build self-efficacy 
Time-specific There needs to be a clearly defined start point and agreement about how often, 
how long and when progress will be reviewed 
Support Support has been found to be an important element in the change process for 
the health professional, family and friends 


Table 5.10. The motivation list of a woman with type 2 diabetes 


Reasons why I want to lose weight: 

Legs rub, so I would lose sore legs 

Feel less self-conscious 

Wear smaller clothes 

Be healthier 

Not be so sweaty 

Be fitter, i.e. be able to do more strenuous walks and other things—aerobics, etc. 
Getting in the car better, the seat belt fitting better 

Be proud of what I have achieved 

Join in more with the kids 

Doing something for me, not for anyone else 

Get into a leather jacket size 16 

Get into a pair of size 16 jeans 

Wear shoes that fit instead of having to buy shoes one or two sizes too big 
Be confident in anything I do without being put down by people around me 
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prevention strategy can identify, ahead of time, actions to employ in a 
difficult (‘high risk’) situation. These strategies help transform the indivi- 
dual’s intention to change into appropriate action. 

However, there are a number of problems that can still arise to frustrate 
good intentions. Firstly much of an individual’s behaviour is habitual or 
automatic, as described earlier; triggers or cues exist to initiate routine 
behaviours. In this way, a person does not consciously have to think about 
what to do next, leaving capacity for other activities. This is known as 
‘stimulus control’, and the theory predicts that unless the person introduces a 
new set of stimuli to remind him/her of the new change, old cues will trigger 
previous behaviour. Therefore, it is useful to help people to plan in detail 
how they would reorganize their lives to incorporate new cues or triggers 
and ignore old stimuli. For example, someone intending to cut down on 
sweet biscuits may still need to avoid walking down the supermarket aisle, 
reaching for the biscuits and putting them in the trolley. He/she may need to 
reorganize his/her route through the supermarket, either to miss this shelf or 
to avoid the aisle. For some people, this sort of behavioural intervention will 
be paramount if they are to succeed; examples include written memos to 
identify permissible food!"* and verbal prompts from staff for self-monitor- 
ing charts”. Detailed planning (see Table 5.11 as an example for physical 
activity) facilities subsequent changes. 

Human beings are able to rehearse mentally for events, thus making their 
subsequent performance a little better. People can be encouraged to antici- 
pate the changes that they might make and imagine the change in order to 
predict its impact. In this way many problems can be identified in advance 
and coping strategies developed. 

Some of the changes people plan will deny them pleasurable experiences 
or ways of coping, e.g. smoking or eating. It is helpful to plan an alternative. 
Stress management or relaxation would need to be employed for those who 
use cigarettes for calming. A person eating inappropriate food as a reward 
would need to substitute the food for equally enjoyable rewards. 


Table 5.11. Example of the essential 
questions needed to complete an action 
plan for physical activity 


. What activity? 

. Where and when? 

. For how long? 

. Who with? 

. What is the target? 

How will the person reward him/herself? 

. What will the person do if he/she ‘slips’? 

. What are the potential blocks and barriers? 
. How will the person overcome these? 


WCONAURWNE 
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For some there will be final blocks or barriers to be overcome before 
initiating a behaviour, such as the reactions of other people to blood 
monitoring at work, the difficulty of eating at regular times when meetings 
run over, etc. At this point a problem-solving approach is needed. The health 
care professional may give advice, but the basic principles of counselling 
emphasize that people do better when they generate their own solutions*?. A 
simple protocol suggests: (a) identify the problem; (b) brainstorm solutions; 
(c) choose a solution; (d) implement the chosen option; (e) evaluate its 
success. This sequence can be repeated if necessary, or the individual may 
decide on a number of options to implement simultaneously. 


ACTION 


An individual’s conscious intention, directed via an action plan with a series 
of appropriate cues, should now lead to a change in behaviour. If the 
immediate consequences (within a minute or two) are pleasant, then the 
behaviour will be self-reinforcing and the pattern will be strengthened over 
subsequent days and weeks. However, many of the changes appropriate to 
diabetes do not have a short-term benefit, and indeed the long-term benefits 
over several years cannot be guaranteed. In fact, the discomfort of blood 
testing, the reminder of having diabetes, denying certain foods, taking more 
insulin, with increased risk of hypoglycaemia, all have immediate negative 
consequences. Behavioural processes now act to reduce the likelihood of this 
behaviour occurring again and it is likely to reduce in frequency if the person 
does not review his/her intention, action plan and set of cues for the new 
behaviour. These factors explain why many people are unable to maintain 
changes. There are a number of ways to reinforce motivation and maintain 
change. First, individuals can use a form of mental self-praise, e.g. “Well 
done—a step in the right direction’, which will act as a reinforcer. Second, 
they can actually give themselves some immediate reward or token of a 
subsequent reward. There is also little doubt that external praise can also 
bridge this reinforcement gap, hence someone who can provide encourage- 
ment on a daily basis can significantly assist the person. In the early days of 
change, a 5 minute telephone call from a specialist nurse could help to keep 
the behaviour going at a crucial stage. Other potential helpers include family 
members or friends, buddying systems to provide support, or groups of 
people in a similar situation. 

During the initial stages of the action phase, the person is trying out in 
reality what he/she has previously been only thinking about theoretically. 
New negative emotions may emerge that disrupt thinking or behaviour. A 
cognitive therapy approach"! that addresses negative automatic thoughts 
may be appropriate for those who become pessimistic about their ability to 
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maintain change. In addition, the negatives for change now become more 
evident, and problem-solving approaches may prove helpful. The positive 
reasons for change may become less salient, so the motivation list may need 
to be revisited and rehearsed. The action plan itself may have been 
unrealistic or need modification, and the cues that control behaviour may 
need attention. Finally, other pressures or problems in life may relegate the 
intention to change to a lower order, even if by simple distraction. Social 
support or back-up from the health care services may be vital in this respect. 

One way of construing the behavioural approach is to draw a gradient, 
which is made steeper by the lack of immediate reinforcements, by negative 
consequences becoming evident, by strong cues for the old behaviour and 
weak cues for the new, with little social support. The steeper the gradient, the 
more the person will need a motivation ‘head of steam’, (i.e. a good supply 
of intention and external reinforcers). It is only then that the personal 
intentions will be translated into behaviour change that can be maintained. 


MAINTENANCE 


In most cases, a behaviour will have to be continued for several months 
before it becomes the new norm and the individual can become less vigilant. 
This time period can vary according to the behaviour and individual 
differences. For smoking, this may take a year or two, for controlled drinking 
several years. In the maintenance stage, all the principles and problems 
identified in the action phase still apply. However, it is inevitable that people 
will sometimes forget to keep the change going and maybe go ‘off the rails’ 
for several days. For individuals prone to ‘all-or-nothing’ thinking, this may 
precipitate a total relapse. It is therefore essential that preparatory work is 
done to define the difference between a lapse (a temporary phenomenon) and 
relapse (in which the attempt to change is abandoned). This is known as the 
‘abstinence volition effect’ in Marlott and Gordon’s!'® Relapse Prevention 
Model (Figure 5.10), in which an individual interprets a slip as a relapse and 
in consequence is more likely to relapse fully. 

The research is quite clear that people benefit from identifying and 
preparing for potential problems in the future, i.e. relapse prevention’”®. 
For example, where a break in routine is envisaged, e.g. going on a holiday, a 
plan can be drawn up for a slightly altered routine. The ‘old’ routine can then 
be resumed when the person returns. New habits may be disrupted by other 
changes, such as Christmas, illness or negative life events. 

The notion of ‘high-risk situations’!!° has developed from drug and 
alcohol work. This suggests that certain environments make it difficult to 
continue the new behaviour. For instance, in the pub or at a party peers may 
put pressure on an individual to smoke. The company of certain people who 
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Figure 5.10. Relapse Prevention Model. Based upon reference 116. 


always have alcohol in the fridge or a bowl of sweets on a coffee table can be 
an irresistible temptation. Before a new behaviour is established, the indivi- 
dual may need to avoid these situations or develop the appropriate coping 
strategies. According to the model, ‘coping’ in a high-risk situation will lead 
to increased self-efficacy and therefore a decreased probability of relapse in 
the future. 

Another important idea is ‘lifestyle imbalance’ (Figure 5.10), which 
suggests that if patients feel that they spend most of their time doing what 
they should do, rather than what they want to do, they will have an increased 
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desire to treat themselves, either by eating, drinking, smoking or omitting a 
behaviour such as blood monitoring or physical activity. For example, 
individuals working long hours may have a desire to reward themselves. 
Urges or cravings and related thought processes are activated that make it 
okay to ‘slip’ (e.g. ‘one cigarette won’t harm me’). The individual might 
make a decision which seems unimportant (a SID) (Figure 5.10), but which 
results in the person finding him/herself in a ‘high-risk situation’, such as at 
the pub or at the house of a friend who smokes. There may be insufficient 
time to explore this model with every patient, but it can provide a useful 
framework to help the patient to predict potential relapses and evaluate 
‘What went wrong?’. Some short-hand terms for relapse prevention include 
uppers (a positive event increases a desire to celebrate), downers (low mood or 
a negative life events can result in slips), rows (arguments, etc.) and joining the 
club (peer pressure)'!°. These situations will occur and slips might result. 
However, the most effective relapse prevention strategy is for the individual 
to view the slip as a hiccup rather than a relapse and re-establish his/her 
previous behaviour. 

Above all else, social support or continued interest by the health care 
professional will be of upmost importance in maintaining change. A tradi- 
tional clinic approach involving appointments every 2 months and consulta- 
tions with different health care professionals does not provide the most 
conducive environment or relationship to facilitate change and offer support. 
Appropriate help might involve telephone calls (How are you? How’s your 
diabetes? How’s the change going?) or letters to demonstrate interest and 
support in reinforcing the change. If health issues are not discussed, other 
problems may take precedence. Health care professionals who encourage 
people to embark on change therefore need to consider the amount of 
support they can realistically provide. 


RELAPSE 


Research on smoking cessation, combined with clinical observations of a 
wide variety of patients, suggests that people relapse many times before then 
going on to ultimate success in making change. Smokers have been found to 
make three to four action attempts before they become maintainers!!”. The 
aim during the relapse stage is, first, to help people evaluate what went 
wrong, and to see if they can move back through precontemplation to 
contemplation again, having learnt new lessons about themselves and the 
changes they were considering. Aspects to consider in this process include 
reviewing negative emotions that might again distort thinking. Open-ended 
questions addressing these feelings are a useful way to help people ‘express’ 
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their feelings. Second, a systematic approach to identifying what went 
wrong is required. Relapse can then be normalized, and not viewed to be 
predictive of future failure. Indeed, it can be argued that when people learn 
from these experiences they are more likely to be successful when they 
progress around the cycle the next time. 


CHANGE COUNSELLING AND DIABETES SERVICES 
EVERYDAY USE 


There are potentially four different ways in which change counselling 
methods might be used in typical diabetes services: (a) the health care 
professional could employ the method within a routine clinic or home 
visit, spending time clarifying an individual’s stage of change and employ- 
ing a stage-specific strategy; (b) during a formal annual review, where self- 
management issues could be put on the agenda and explored more routi- 
nely; (c) change counselling methods could be used more extensively for 
targeted (high-risk or high-need) patients, with special clinics and more 
consultation time. These clinics could provide patients with continuity, allow 
the health professional to assume a key worker role and facilitate the 
development of a consistent relationship; (d) these principles could be 
used by a service to define the ethos (counselling/motivational), protocols 
(open-ended questions, reflections, patient summaries, screening for emotio- 
nal/behavioural barriers), intermediate outcome measures (stage of change, 
self-efficacy and quality of life), and the content of locally produced 
information leaflets. 

In reality, it is hard for staff to change their existing routines, and evidence 
suggests that it is hard to maintain new ways of working’? "S, A service 
wishing to adopt the methods outlined in this chapter will need to manage 
change in a similar fashion to their patients? Do the members of the service 
own the changes, have they been allowed to voice their fears or resistance, 
have they reviewed the pros and cons, have they thought through the details 
of introducing the change and agreed SMARTs plans, is there praise and 
support for the changes, and are the cues or reminders in place to create 
new routines? Specially trained staff with dedicated sessions to pursue this 
may be more effective. However, there is a strong suggestion from a 
development project that change counselling skills cannot be separated 
from diabetes skills, as the patients’ agenda demands that both are 
needed within one consultation”. Training in change counselling skills is 
necessary, as nurse training does not routinely address change counselling 
competencies. 
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STAFF TRAINING 


A set of competencies?” can be defined which are necessary to carry out 
change counselling, involving specific attitudes, knowledge and skills. 
Doherty et al.” trained a multidisciplinary team in a set of change counsel- 
ling competencies. They found that the trainee staff very quickly acquired 
the essential attitude and the necessary knowledge. However, it took 
intensive training over several months to develop the skills, as evidenced 
via observation of interactions with clients, role play exercises and comple- 
tion of a competency checklist. Doherty et al.” note that it was difficult to 
determine the extent to which competencies were applied in the clinic 
situation, but self-report and video evidence suggested that it did not readily 
generalize to routine clinics. Whilst the authors had hoped that a training 
manual might be an effective training method, as it could be widely 
disseminated, the staff reported this to have been the least useful of the 
training methods attempted. Personal supervision with video examples of 
staff’s work was rated as the most useful method. This is consistent with the 
way staff learn other significant psychologically-based therapies, such as 
counselling, behaviour therapy and cognitive therapy. 

Doherty et al.” also noted, based upon staff ratings of efficacy and use, 
that in the range of change counselling competencies some were more 
difficult to acquire and apply than others. The core style and counselling 
skills were more readily implemented, whilst the most difficult skills to 
acquire were those dealing specifically with emotion, such as rolling with 
resistance and dealing with loss and adjustment. Staff also found it difficult 
to replace well-rehearsed skills and strategies, such as informing people or 
providing solutions with new skills, i.e. eliciting thoughts and feelings and 
patient-generated solutions to problems. 

Given the time and commitment needed for training, staff involved in 
diabetes care may want to develop some basic skills in change counselling, 
with a smaller number acquiring change counselling competencies in greater 
detail, thus offering a specialist role. This would be consistent with the 
finding that although staff are enthusiastic about change counselling meth- 
ods, it probably takes more time and continued supervision than is currently 
conceived for the skills to be demonstrated in clinics on a routine basis'!°. It 
is likely that a series of increasingly complex change counselling skills will 
need to be defined and taught in smaller learning units, such as the 
‘Readiness to Change Ruler". The training methods are likely to involve 
manuals to provide the basic knowledge component. However, there is a 
need for workshops that use video- or computer-generated models to 
facilitate skills learning via practice and feedback. 

Finally, explicit attention is needed to ensure that the competencies are 
then used in patient consultations by reviewing cases and observing clinics, 
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via audio and video recordings within the context of peer or individual 
supervision. 


FUTURE DEVELOPMENTS 


The principles underlying change counselling are widely cited in the 
research. They have received empirical support in other applications, and 
have high face validity. However, they remain largely untested in diabetes 
care. Evaluation is now needed, especially to ascertain the health benefits 
and costs. One of the main difficulties remains to be maintenance of the 
intervention throughout the period of the study. As recent research indicates, 
only 19% of the staff initially trained were employing the intervention at 2 
year follow-up""®. Therefore, there is a need for us to addressing our own 
behaviours, attitudes and clinic structures. 

It is unlikely that the underlying theory in change counselling will change 
considerably in the next 10 years. The challenge is to isolate and refine the 
most useful components, and then translate these into useful clinical 
procedures. Clinicians ultimately need procedures which are either largely 
patient-determined or can be easily acquired and administered in ‘noisy 
clinics’. 
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AMC Cancer Research Center, Denver, CO, USA 


THEORETICAL BACKGROUND 


When one thinks of the role of psychology in diabetes or other types of 
health care, the image that comes to mind is that of a patient discussing 
emotional difficulties with a therapist or counsellor in a mental health 
setting. This stereotype, based on a referral system for behavioural health 
care, was generally accurate for many years. Today, however, the face of 
psychology and behavioural science in diabetes is changing, spurred on by 
both the development of brief behavioural interventions and the information 
technology revolution! ®. 

Both the range of issues addressed by psychology and the modalities of 
intervention have expanded significantly. Psychologists and other health 
professionals are increasingly involved in diabetes care. In some instances, 
they are part of multidisciplinary teams providing direct patient care in 
medical offices. In other cases, they supervise practice innovations, design 
computer-assisted intervention programmes or instruct other health profes- 
sionals in behaviour change principles and strategies. 

There is an important need for psychologists to be more involved in the 
diabetes care that takes place in medical offices, for three primary reasons. 
First, many patients will not or cannot avail themselves of psychological 
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assistance offered via the traditional referral system. Patients frequently have 
many barriers to following through on referrals, including cost, lack of 
familiarity with behavioural science, convenience and time commitment 
required, and anticipated stigma associated with ‘seeing a shrink’. Second, 
the quality of care provided for diabetes patients in most medical settings is 
substantially suboptimal*®. Almost all population-based studies of the level 
of recommended ‘best practices’ received by patients have revealed much 
lower than desired rates of clinical services and screening measures*”. The 
rates of preventive services, and especially lifestyle change interventions, are 
even lower”®. Third, patient-centred, motivational interviewing, and patient 
activation/empowerment approaches have consistently been found to 
produce beneficial effects, yet such strategies are seldom employed in 
either primary care or specialty endocrinological settings. Thus, there is a 
compelling need and great opportunity for the application of behavioural 
science in medical office settings. 

From a conceptual and social-environmental influence perspective”? the 
medical office setting occupies a strategic position in the ‘pyramid of social- 
environmental influences’ on patient self-management and decision-making 
processes (see Figure 6.1). As can be seen in Figure 6.1, health care system 
encounters fall midway between the more proximal influences, such as 
personal actions and family and friends, on the one hand, and more distal 
factors, such as community and media/policy influences, on the other. 
Because of this position and the enormous credibility accorded to physicians 
and other health care professions in our society, interventions in medical 
settings have great potential also to leverage the other levels of social- 


environmental factors. 
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Figure 6.1. Pyramid of psychosocial factors 
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The medical office setting also has much to recommend it, due to the 
frequent contact most diabetes patients have with their health care providers. 
On average, patients with diabetes see their doctor for several visits per year. 
This repeated, ongoing contact provides a potent context within which to 
work with patients to collaboratively set goals, develop strategies, collect 
information, provide feedback, and modify goals or set new ones’”?”. 
Another important asset from a public health perspective is the availability 
of medical records, and the increasing prevalence of diabetes registries, 
which permit population-based disease management activities!!. 

To take advantage of these opportunities, however, psychologists will 
have to change how they do business!. In particular, they will need to adapt 
their assessment and intervention strategies to be compatible with, and to fit 
into, medical settings. In addition, they need to understand the world views 
and training of physicians (as well as nurses, dieticians and other health care 
professionals) and how these frequently differ from those to which psychol- 
ogists have been acculturated in their own training and practice. 


CLINICAL AND LOGISTICAL RATIONALE FOR 
OFFICE-BASED INTERVENTION 


As noted above, the majority of patients with diabetes do not attend 
psychosocial disease management programmes, neither do most attend 
traditional diabetes education programmes’. Thus, we must look for other 
avenues via which to deliver behavioural interventions. The physician office 
visit is one such avenue, as most patients with diabetes (with access to health 
care) make frequent, often quarterly, visits to a health care provider. Even in 
the context of a brief office visit, the physician has a key role in helping the 
patient to manage his/her diabetes better'*’°. The physician is seen as the 
expert. Anderson and Funnell'* describe the office visit as a ‘teachable 
moment’, a time when patients are very motivated to listen to and act on 
the advice of the physician (and other health care team members). This is 
especially true if the visit represents something novel for the patient; for 
example, if the patient is newly diagnosed, beginning to experience chronic 
complications, started on insulin, or is referred to an endocrinologist for 
expert consultation. Thus, the physician office visit provides an opportunity 
to reach the majority of patients with diabetes and to do so with a highly 
credible source of information. This said, it is also the case that providers are 
often overwhelmed by multiple demands and time pressures, and are 
reticent to add yet another protocol into the busy office setting. In addition, 
studies of physician barriers to delivering behavioural interventions indicate 
that many physicians feel ill-equipped to counsel patients regarding 
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behaviour change”’®. Commonly reported physician barriers include lack of 
training in behavioural counselling, lack of time, lack of reimbursement for 
such counselling, and doubts as to the efficacy of such interventions. 

Tremendous opportunities for behavioural science contributions exist, 
given the complexity of the biopsychosocial issues in diabetes, the frequency 
of contact with diabetes patients, and the relatively low level of adherence to 
recommended guidelines!” ° by both patients and providers*”. To impact 
diabetes management, behavioural and psychological assessments, interven- 
tions and models should be practical and efficient, be readily understood by 
non-psychologists, and address issues that diabetes patients and providers 
(rather than psychologists) perceive as important*”**. Behavioural assess- 
ments and interventions must also be brief and integrated into the regular 
clinic flow. The use of interactive computer-based health care technology, 
which collects and immediately scores key behavioural assessment informa- 
tion and delivers, in full or in part, behavioural interventions, addresses this 
issue. Other ways to achieve this goal involve transferring management 
responsibilities to non-physician (and likely non-mental health professional) 
members of the health care team, such as nurses, dieticians or diabetes 
educators. Specific suggestions for incorporating brief, behavioural assess- 
ments and interventions into primary care settings are discussed later in this 
chapter. 


RESEARCH FINDINGS FROM OFFICE-BASED 
INTERVENTIONS 


There are at least four types of psychosocial research directly related to 
medical office practices, as well as a much broader array of psychosocial 
assessment and treatment activities, such as referral to lifestyle behaviour 
change or mental health services, reviewed elsewhere. These four types of 
research are: (a) data collection in the medical office setting that is used for 
designing later behavioural interventions; (b) psychosocial interventions 
conducted during the course of regular office visits; (c) training interventions 
to change the behaviour of physicians, nurses or other health professionals; 
and (d) systems interventions to alter the health care setting. A brief 
summary of key illustrative research is provided for each of these topics. 
We also describe briefly relevant medical office applications conducted 
with other chronic illnesses to illustrate opportunities in cases where similar 
research in diabetes has not yet been conducted. First, however, we need to 
introduce the framework that we will use to evaluate the extant literature. 
Termed the RE-AIM model, this framework focuses attention on important 


applicability issues and a real world, effectiveness perspective”*” compa- 
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tible with the realities of medical office treatment of diabetes at the beginning 
of the 21st century. There are five component dimensions to the RE-AIM 
model, which combine to determine the overall public health impact of an 
intervention: (a) Reach, or the percentage and representativeness of patients 
who are willing to participate in a given procedure; (b) Efficacy, or the 
impact of an intervention on important outcomes, including behavioural, 
biological, quality of life, and economic outcomes. There are also three less 
often studied, but equally important outcomes, which concern impact at the 
level of a medical office or health care system. These ‘AIM’ dimensions are: 
(c) Adoption, or the percentage and representativeness of settings that are 
willing to adopt or try an office innovation; (d) Implementation, or how 
consistently an intervention or procedure is delivered as intended; and (e) 
Maintenance, or the extent to which a programme or policy becomes 
institutionalized or part of the routine practice of medical settings. These 
five factors interact to determine the overall ‘population-based’ or public 
health impact of a programme as illustrated in Table 6.1. 

An example may help to illustrate how the RE-AIM evaluation framework 
can lead to surprising conclusions about the wisest use of scarce health care 
resources. The basic assumption is that an intervention’s impact is an 
interaction—represented as a multiplicative relationship in Table 6.1. There- 
fore, an intervention which is highly efficacious—say 0.7 (see Table 6.1)— 
such as intensive insulin management, but has very limited reach or appeal 
(0.1) may prove to have little overall impact (0.7 x 0.1=0.07) and less 
population-wide benefit than a more modest intervention that has less 
efficacy (0.3) but higher reach (0.5) (0.3 x 0.5 = 0.15). 

This way of thinking about the population-based or public health impact 
of programmes is new for many psychologists, as well as physicians and 
other health care professionals. With the increasing emphasis on cost 
containment and accountability, evaluation criteria like those in the RE- 
AIM model become paramount. Most of our professional training has 
upheld the traditional double-blind randomized clinical trial as the ‘gold 
standard’ method for evaluating interventions. While such trials have 
certainly advanced our knowledge, they often oversimplify clinical realities 
and emphasize internal validity (efficacy)~* at the expense of external validity. 
We need much more research conducted on representative patient samples 
in representative clinical settings, conducted under ‘real-world’ conditions, 
to help guide important policy and resource allocation decisions. 


DIABETES-SPECIFIC OFFICE-BASED INTERVENTIONS 


There have been relatively few studies of psychological or other behavioural 
science programmes that have been carried out in the medical office/care 
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Table 6.1. Component dimensions and related characteristics of the RE-AIM 


Evaluation dimension 


evaluation framework 


Units and level of 
measurement 


Prevalence of research 


% Reach (what 
proportion of the panel 
of patients will receive 
or be willing and able to 
participate in this 
intervention?) 

x % Efficacy (success rates 
if implemented as in 
guidelines: defined as 
positive outcomes 
minus negative 
outcomes) 

x % Adoption (how many 
settings, practices and 
plans will adopt this 
intervention?) 


x % Implementation (to 
what extent is the 
intervention 
implemented as 
intended in the real 
world?) 

x % Maintenance (extent 
to which a programme 
is sustained over time) 


Percentage and 
representativeness of 
members of a 
population that 
participate (0-1.0) 


Magnitude or percentage 
of improvement on 
outcome(s) of interest 
(0-1.0) 


Percentage and 
representativeness of 
organizations or settings 
that try an intervention 
(0-1.0) 

Consistency and quality of 
intervention delivery 
under real world 
conditions (0-1.0) 


Extent to which 
individuals or 
implementation agents 
continue to deliver a 
programme over time 
(0-1.0) 


Modest 


Substantial 


Minimal 


Moderate 


Little 


= Public health impact 
(population-based 
effect) 


End result of interaction of 
factors above (0-1.0) 


None to our knowledge 


setting. More often, behavioural, lifestyle and mental health counselling has 
been conducted on a referral basis. Table 6.2 and this section summarize the 
few reports of behaviour change intervention initiated or delivered in the 
office setting solely with diabetes patients, and uses the RE-AIM model to 
evaluate results. 

One of the earlier psychological intervention studies to take place during 
regular office visits was conducted by Barbara Anderson et al.2° with type 1 
adolescents and their family members. Adolescents randomized to the 
intervention attended five group visits with peers, once every 3-4 months, 
conducted as part of their usual medical visits, while their parents partici- 
pated in concurrent group sessions with other parents. Content of the 
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Table 6.2. Summary of diabetes medical office research literature by RE-AIM issues 


RE-AIM Conclusions re: Amount of | Example of Other chronic 
dimension state of science research diabetes illness 
references examples 
Reach Fairly broad—better Moderate Glasgow et al.!* Eakin et al.®# 
than traditional 
education or 
referral 
Green et al.®° 
Efficacy Variable—Moderate; Good Glasgow et al’! Strecher®” 
better for McNabb*® Brug®® 
personalized Greenfield et al”? Lorig*® 
treatment 
Adoption Unknown Little/None None found Goodman and 
Steckler®? 
Implementation Unknown Little Litzelman et al.” 
Maintenance Poor—especially Moderate at Weinberger et al. Wasson et al.°8 
unless follow-up individual 
support provided level; little 
at clinic 
level 


meetings focused on problem-solving and using blood glucose self-monitor- 
ing (BGSM) data for self-regulation. After 18 months, participants in the 
intervention condition showed significantly greater reductions in HbAic 
(adjusted differences of about 1%) then those in usual care, and more 
intervention than usual care adolescents (60% vs. 33%) reported using 
BGSM information when they exercised. More research is needed on similar 
approaches to aiding adolescents, as well as on group approaches to clinic 
visits for adults, which have been used with success in other areas*””°, 

An example of research using a patient-activation paradigm was reported 
by Greenfield et al”. In this randomized trial, a research assistant met with 
patients for 20 minutes just prior to two regular quarterly office visits to 
review their medical records, discuss medical decisions and self-manage- 
ment issues likely to arise during that visit, and rehearse negotiation and 
information-seeking skills. At 12 week follow-up, this patient activation 
intervention produced significant improvements in both glucose control 
(adjusted differences of approximately 2% HbAic), days lost from work 
and quality of life relative to controls. Patients in the experimental condition 
were also significantly more active during their visit with their physician, 
asked more questions, and elicited more information from their doctor. 

A more recent high-tech approach to patient-centred self-management by 
our research group”??? focused on enhancing dietary self-management. This 
study began by contacting all adult diabetes patients who had an upcoming 
visit with one of two internists. Sixty-one per cent of eligible patients agreed 
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to participate in the study and, importantly, there were no differences 
between participants and non-participants on demographic or medical 
characteristics collected'*. The intervention package involved a sequence 
of: a 15-minute touchscreen computer assessment which helped patients 
identify dietary goals and barriers to accomplishing this goal; immediate 
scoring and printing of two tailored feedback/goal print-outs summarizing 
the information—one for the patient and one for the physician; a 20-second 
motivational message from the physician emphasizing the importance of the 
goal the patient had selected; a 15-20 minute meeting with a health educator 
to review the patient’s goal and collaboratively develop barriers-based 
intervention strategies; and finally, two brief follow-up telephone calls 
from the health educator to check on progress. This sequence was repeated 
at a regular 3-month follow-up visit. Compared to a stringent, randomized 
control condition that received the same touchscreen computer assessment 
(but no tailored feedback) and physician encouragement, the intervention 
produced significantly greater improvements on a variety of dietary beha- 
viour measures, as well as serum cholesterol levels. More importantly, these 
results were maintained at essentially the same level (e.g. adjusted difference 
of 16mg/dl in serum cholesterol) at a 12-month follow-up, and the inter- 
vention was found to be cost-effective: an average, annual incremental cost 
over usual care of $115—139 per patient and $8.40 per unit reduction in serum 
cholesterol level. 

We are currently replicating and expanding this intervention to assess its 
effectiveness across a wider range of primary care offices, health educators 
and patients. We are also investigating the cost-effectiveness of the telephone 
follow-up calls and of a brief intervention component to engage patients in 
more community support and self-management resource activities. 

Bob Anderson and colleagues* have reported on the results of a training 
programme for diabetes educators to help them learn patient empowerment 
strategies for working with their patients. They evaluated a 3-day skills- 
based workshop (these authors have subsequently also developed shorter 
training programmes), which included following a simulated diabetes care 
regimen prior to the workshop training, demonstrations and practice in 
empowerment counselling skills, and finally a videotape review of counsel- 
ling sessions. Following training, participants in the workshop showed 
significant improvement from baseline in counselling skills (on both video- 
tape simulations and audio recordings of actual counselling sessions), and in 
their attitudes toward supporting patient autonomy on the Diabetes Atti- 
tudes Scale**. An interesting outcome of the study was that several of the 
educators who participated in the programme have, in turn, presented 
counselling skills in-service programmes to colleagues. The empowerment 
approach has been demonstrated to produce better patient outcomes than 
usual care in a randomized trial’. More research on the empowerment 
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model and related approaches, such as motivational interviewing™, are 
needed, especially studies that evaluate the adoption (who participates in 
such training), implementation and maintenance of counselling skills. 

Litzelman et al.” have provided a good example of a very low-cost, office- 
based systems intervention which focused on enhancing foot care practices 
by both patients and providers. Their patient intervention involved nurse- 
clinician meetings with 1—4 patients to cover foot care education, individua- 
lized behavioural contracts, telephone follow-ups at 2 weeks, and mailed 
postcard reminders at 1 and 3 months. The office systems intervention 
consisted of colourful patient folders with foot decals to identify intervention 
patients, prompts to ask patients to remove their footware, and a guidelines- 
based flowsheet for physicians. One year after initiating the intervention, 
Litzelman et al.” found that this intervention package produced significant 
reductions in foot lesions (odds ratio = 0.4), increases in appropriate foot self- 
care behaviours, and increases in office foot examinations (68% vs. 28%), 
compared to randomized controls. The helpfulness of follow-up support was 
demonstrated by Weinburger et al’ who found that brief telephone calls 
conducted by nurses led to reductions in glycosylated haemoglobin (GHb). 
In a randomized study with older type 2 VA patients, they found that calls 
conducted once a month, on average, significantly decreased GHb levels 
(adjusted difference of 0.6%) relative to usual care. These results are 
consistent with studies demonstrating the efficacy and cost-effectiveness of 
telephone calls for enhancing maintenance and even serving as alternatives 
to office visits for non-diabetes health-related issues””’*®. 

Finally, the Diabetes Control and Complications Trial (DCCT)*? provides 
an interesting example of the power of systematically reorganizing office 
practices and patient self-management support activities. Although often 
interpreted solely as a demonstration of the efficacy of intensive insulin 
management, the DCCT obtained its incredibly good adherence and low 
attrition rates by providing an impressive array of ongoing patient support 
activities!*°, The DCCT is also interesting because it is probably the best 
example of a well-conducted and extremely influential efficacy trial in 
diabetes. It unquestionably produced impressive clinical outcomes. 
However, review of the controversies and differences of opinion regarding 
the applicability of DCCT-like procedures*!*? illustrate the difficulties of 
making practice guideline and resource allocation decisions based solely on 
efficacy trials. From the RE-AIM perspective, the DCCT maximized Efficacy 
results, but would receive very low scores on Reach (percentage and 
representativeness of patients participating) and Adoption (conducted 
predominantly in unrepresentative, specialized tertiary care centres and 
with very high levels of clinical expertise and resources). More effectiveness 
trials conducted in primary care settings using population-based approaches 
are needed?”». 
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Although the evidence from medical office-based intervention with diabetes 
patients is promising, it is still preliminary. Therefore, it is useful to consider 
interventions that have been successful in utilizing or supplementing the 
medical office encounter to enhance patient outcomes in other chronic 
illnesses. Below, we review several such examples that we think are 
transferable to diabetes. 

The work of the Stanford Cardiac Rehabilitation Programme”? with 
patients who have suffered a recent heart attack serves as a model of how 
integrated, home-based self-management support can be provided. Their 
programme is based on the social-cognitive theory** components of indivi- 
dualized goal setting, feedback and follow-up support integrated with 
medical care and coordinated by a nurse case manager. 

This study evaluated computer-assisted goal setting, self-management 
planning, and follow-up telephone calls conceptually similar to the 
programme employed in diabetes by Glasgow et al.°'*° This multiple risk 
factor programme was found to be significantly better in facilitating smoking 
cessation (70% vs. 53%, p =0.03), physical fitness increases (9.3 vs. 8.4 meta- 
bolic equivalents, p= 0.001) and lipid reduction (LDL cholesterol, 107 vs. 
132 mg/dl, p=0.001) compared to a usual care condition in a randomized 
trial with 585 recent heart disease patients. 

An innovative approach to redesigning the medical office visit has been 
employed with older chronic illness patients by Beck et al? in the Denver 
Kaiser Permanente system. Rather than seeing patients in the usual 10-15 
minute individual session, primary care is provided via monthly 90 minute 
group visits. These sessions, run by the physician and nurse coordinator, 
incorporate vital sign assessments, medication checks and other elements of 
care into the group session, which also permits discussion of various self- 
management topics of interest to the group, and much opportunity for peer 
support. Beck et al.?8 evaluated this approach relative to traditional physi- 
cian—patient dyadic care in a 1 year randomized trial with 321 seniors having 
chronic illnesses. They found that the group visit participants had fewer 
emergency room visits, visits to subspecialists and repeat hospitalizations. 
Both patients and physicians reported greater satisfaction with the group 
visits, which cost an overall average of $15 per month less per member. 

Approaches to extending the self-management support provided in the 
office have been developed by Lorig et al.*° and Leveille et al.“ Lorig et al.“ 
have developed a peer-led arthritis, self-management programme and found 
it to be superior to usual care in a series of randomized trials. Recently, they 
have reported 4 year follow-up results indicating lasting reductions in pain, 
physician visits and cost relative to comparison conditions, and adapted 
their programme, which emphasizes self-efficacy enhancement™, for 
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diabetes patients and for patients having a variety of chronic illnesses, with 
similar impressive results on health care utilization*®. 

Leveille et al.” demonstrated the value of community support to comple- 
ment primary care in a randomized trial of 201 chronically ill, frail adults age 
70 and older. Their disability prevention, disease self-management interven- 
tion, conducted in a senior centre in collaboration with primary care 
providers, produced less decline in function on standardized instruments 
and fewer disability days than controls. In addition, the intervention condi- 
tion participants became more physically active, significantly reduced their 
psychoactive medication use, and had fewer inpatient hospital days. 

Finally, two recent studies using computer technology to supplement 
usual care provide examples of cost-effective strategies for providing tailored 
goal setting, skills training and support. Skinner et al? had primary care 
patients complete telephone interviews. Female patients aged 40-65 who 
had visited their primary care provider within the past 2 years were 
randomized to receive a tailored health communication based on their 
mammography history, beliefs, risk status and perceived barriers, or to a 
standardized letter encouraging mammography. This brief, single contact 
intervention improved mammography rates among women who were due 
for screening compared to standardized letters (44% vs. 31%, overall) and 
significant interaction effects revealed that the intervention appeared espe- 
cially effective with African-American women and with lower-income 
women’. A similar approach to enhancing adherence to diabetes care 
guidelines might readily be applied. 

In a recent article, Gustafson et al.°° presented the first randomized 
outcome evaluation of an Internet health information/support system for 
patients. Their CHESS (Comprehensive Health Enhancement Support 
System) interactive computer support system, which has also been applied 
with breast cancer, heart disease and problem-drinking patients, was eval- 
uated for its ability to provide support for HIV-positive patients. Half of the 
204 patients had computers linked to the CHESS system placed in their 
homes for 3 or 6 months; controls received no intervention beyond usual 
care. The CHESS system was used daily, and produced significant improve- 
ments in several quality-of-life dimensions and fewer and shorter hospita- 
lizations than were seen in control patients. 

The above interventions have been validated in large-scale randomized 
studies with patient populations traditionally considered to be challenging 
(heart disease, older adults with multiple illnesses, arthritis, HIV/AIDS 
patients). Common elements across these diverse interventions seem to be 
a patient-centred approach that individualizes self-management and goal 
setting, provides strategies and models for coping with barriers and, 
importantly, some form of follow-up support that either changes or supple- 
ments that available through usual primary care. In our opinion, these 
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Figure 6.2. Cycle of self-management 


strategies are the key components of ‘the cycle of self-management’ (see 
Figure 6.2), and should also be successful, with appropriate adaptation, in 
diabetes. 


TARGET GROUPS FOR INCLUSION/EXCLUSION 


From the existing literature, it is not possible to draw firm conclusions about 
subgroups for whom office-based interventions are most effective. Clearly, 
more research is needed, both on patient characteristics and also, equally 
importantly, on characteristics of the patient’s social and physical environ- 
ment'”'”? and of the office setting and medical staff characteristics asso- 
ciated with success. 

Our clinical impressions are that there are probably some subsets of 
patients who have very complex or challenging issues to address that require 
more intensive intervention than is usually possible in the typical office visit. 
Such groups would include newly diagnosed patients, those with major 
psychological disorders such as clinical depression, and those being started 
on intensive insulin management regimens. Referral to appropriate specia- 
lists or more intensive programmes is warranted in such cases. 

It is encouraging that the studies conducted to date have generally found 
office-based behavioural strategies to be equally effective across gender, age, 
education and medical/diabetes history and severity levels. To our knowl- 
edge, only the Anderson et al. study has been conducted with adolescents 
and family members in the office setting. More research on this approach, 
and on group visit formats” for delivering primary care, is recommended (as 
contrasted with separate referrals to outside diabetes education groups, 
which are not well attended and have numerous barriers to participation). 

In general, it appears that office-based behavioural assessment and 
counselling strategies can be effective for the vast majority of diabetes 
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patients. Office-based psychosocial interventions can be used as the first 
stage in a stepped care programme” and have few, if any, contraindications. 


ASSESSMENT AND CLINIC FLOW 


As discussed below and depicted in Figure 6.3, there are many factors that 
influence diabetes self-management and its outcomes. The left side of Figure 
6.3 illustrates the multiple levels of factors that influence diabetes self- 
management. The centre of the figure contains the various components of 
diabetes self-management. These component tasks are listed separately to 
illustrate that there is usually little relationship between the extent to which a 
patient follows one aspect of the regimen and his/her level of self-care in 
other areas. Finally, the right-hand side of the figure depicts the conse- 
quences of self-management, including physiological, quality-of-life and 
health care utilization outcomes. It is important to stress that self-care and 
diabetes control are not the same; self-management is one of the multiple 
determinants of health outcomes (along with genetics, regimen and medica- 
tion prescriptions, stress, co-morbidities, disease severity and other vari- 
ables)” °° The point is that one cannot judge a patient’s level of self- 
management from his/her HbA,, level. Poor metabolic control indicates 
that something is wrong, but it does not give specific information about what 
is wrong”. A second important point is that good diabetes outcomes and 
adjustment involve more than just low HbA,, levels: variables such as the 
patients cardiovascular risk factors (smoking status, blood pressure, lipids), 
mental health status, and social, physical and role functioning (i.e. health- 
related quality of life) are equally or more important outcomes” °!. 


PATIENT FACTORS 


The most important factors in developing self-management goals are the 
patient’s perspective on the diabetes regimen and what changes she/he 
considers reasonable and realistic. Two important beliefs are that patients: (a) 
consider their diabetes to be serious; and (b) believe that what they do makes 
a difference? , Patients who do not hold these beliefs will likely not be 
motivated to engage in diabetes self-management behaviours. Such patients 
may need additional personalized feedback on the specific implications of 
diabetes for their health, as well as education on the potential benefits of 
specific self-management behaviours. The books The Human Side of Diabetes 
by Michael Raymond” and Psyching Out Diabetes by Rubin et al.® are useful 
resources for both patients and practitioners in illustrating how common 
experiences in living with diabetes can either promote or interfere with 
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establishment of such beliefs. In particular, it is important to see if a patient 
considers lifestyle aspects of diabetes management (e.g. diet and exercise) as 
important as medical aspects (e.g. medication taking and glucose testing). If 
they do not, they will be unlikely to follow-through with the challenges of 
lifestyle modification. Other important and related cognitive factors are a 
patient’s readiness to adopt different self-management guidelines” and 
his/her self-efficacy or confidence that he/she can achieve specific goals. 


HEALTH CARE TEAM ISSUES 


The core issue here is consistency and reinforcement of patient goals across 
different health care team members. Rather than having the physician 
emphasize medication, the nurse stress glucose testing, and the nutritionist 
recommend major dietary changes, all team members need to reinforce a 
common self-management behaviour for that visit. The Litzelman et als? 
study previously discussed provides a good example of how to coordinate 
preventive foot care activities, including brief education while patients are 
waiting to see the physician, having the nurse ask the patient to remove 
his/her shoes and socks before the physician arrives, followed by a physician 
foot examination and reinforcement of the patient education message about 
foot care. The patient needs to leave a given visit with a clear idea (and if 
possible a written ‘goal’ or ‘contract sheet’) of the key goal(s) for the next 
visit, and an understanding of why the goal is important to the management 
of his/her diabetes (see example, Figure 6.4). When patients are given 
assignments, it is particularly important, at the next visit or contact, to 
review and comment on any records that the patient has kept. The 1994 issue 
of Diabetes Spectrum, edited by Anderson and Jenkins,” on educational 
innovations provides discussion of other issues in system-wide interven- 
tions, as does the special supplement to Diabetes Care edited by Mazze and 
Etzwiler® and the conceptual article by Jenkins”. 


THE SOCIAL ENVIRONMENT 


It is important to assess and incorporate both the patients’ anticipated 
barriers to self-management and their available resources, at the level of 
(a) family and friends and (b) broader community influences, including work 
and neighbourhood factors (see Table 6.1). This can be accomplished by 
asking the patient what he/she thinks might interfere with the identified self- 
management goal(s) for the next visit (e.g. ‘Ms Smith, what things do you 
think might make it difficult for you to follow the eating plan we discussed 
today?’). The clinician can then help the patient develop possible solutions, 
focusing on the use of available family, friend or community resources. Most 
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Overcoming barriers to healthy eating 


For: Test sample Date: 12/12/99 


Personalized dietary goal for next few months: 


Substitute low-fat foods for high-fat foods 
(for example, use non-fat mayonnaise instead of regular mayonnaise) 


Specific plans for accomplishing this goal: 


Type of situation that is most challenging: 
Moods and feelings that lead to eating 


Specific situations: 


| feel down or blue 
I am bored or restless and feel like snacking 


Other situations which make it difficult for you to follow your diet: 


| have difficulty finding low-fat food items where | shop 
| have junk food around the house 


How you can prepare for problem situations 


Figure 6.4. Overcoming barriers to healthy eating 


communities have available a series of free or low-cost support or reinforce- 
ment activities (e.g. ADA meetings, hospital or HMO lectures or education 
programmes, newsletters) that can extend the motivation patients receive 
during office visits. Anderson and Funnell'* have provided a useful discus- 
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sion and examples of community support options to reinforce physician 
messages about diabetes management, and Anderson et al.” have described 
a series of publicly available, camera-ready, two-page, single-issue news- 
letters that can be sent to patients to reinforce a selected goal. 

Self-management activities do not occur in a vacuum, but rather in a social 
context. If maintenance of self-management is to be expected, follow-up 
support must be arranged in the form of family and community social 
support, and follow-up contacts with members of the health care team’®. The 
flow chart (Figure 6.5) and text below address how these suggestions might 
work into the flow of a busy practice. 


PRIOR TO THE VISIT 


Materials or reminders mailed to the patient prior to the visit can help focus 
attention on the importance of patient behaviour. One such example is a 
reminder to the patient to bring to an upcoming visit information which was 
supposed to be monitored between visits (e.g. blood glucose, food intake, or 
exercise logs) and to have him/her update his/her status on ADA recom- 
mended guidelines” or other ‘best practices’. 


THE WAITING ROOM 


The focus on self-management can begin while the patient is in the waiting 
room. The patient’s attention can be drawn to the importance of self-care 
activities by having various pamphlets, posters and notices placed in the 
waiting room. These might include notices from the hospital or clinic 
regarding diabetes education or information classes, support groups, as 
well as pamphlets on diet, exercise or smoking cessation. 

While the patient is waiting, he/she could complete a brief form assessing 
the current level of diabetes self-management activities. An example of such 
a form is in Figure 6.6. This assessment could be easily conducted using a 
computer set up in a corner of the waiting room. The assessment information 
could also be incorporated into an interactive health technology intervention. 
Information from the self-management form is then used during the 
remainder of the visit, as described below. 


THE EXAMINATION ROOM AND VITAL SIGNS 


When the nurse or other office staff member takes the patient to the 
examination room and assesses vital signs (which should include smoking 
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Prior to visit 


Mailed reminder re: goal set last visit, 
self-monitoring records 
(e.g. blood glucose, diet, exercise), 
recommended laboratory tests 


Waiting room 


Patient completes self-management form 
or computer assessment 


Surrounded by information on diabetes self-management 
(pamphlets, posters, notices) 


Examination room and vital signs 


Nurse gives feedback on changes since last visit 
(blood glucose, weight, blood pressure, lipids) 


Inquires about self-management goal since last visit 


Nurse checks self-management form and asks which area is currently of most concern 
(circles area for physician; reinforces patient interest; educates on importance of self-care) 


Physician examination 


Check self-management form and discuss area of most concern to patient 


Message: | see you would most like to discuss..... Diabetes is serious 
and your behaviour is important in managing it 


Reinforce patient's willingness to change behaviour and 
refer to nurse or CDE for specific plan 


Nurse or CDE follow-up 


Review and clarify goals for behaviour change in one area of self-care 
Develop specific, realistic, measurable plan 
Have patient identify barriers to goal and assist in problem-solving 


Plan for continued support: refer to diabetes education or support group; 
community resources; telephone call between visits, etc. 


Record goal (with copy for patient) and plan for follow-up at subsequent contacts 


Figure 6.5. Flow of brief office-based diabetes self-management intervention 
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status)’~”*, this provides an opportunity to give the patient feedback on key 
issues, such as weight gain or loss and changes in blood glucose, cholesterol 
or blood pressure since the last visit. The nurse can also briefly check the self- 
management form and any other monitoring records for completeness and 
ask the patient which self-care area he/she would most like to focus on 
during this visit (circling the area for the physician and reinforcing the 


1. Which of the following has your health care team (doctor, nurse, dietician, or diabetes 
educator) advised you to do? Please check all that apply: 
__a. Follow a low-fat eating plan. 
__b. Reduce the number of calories you eat. 
__c, Eat 5 or more servings per day of fruits and vegetables. 
__d. Eat very few sweets. 
__e, Other (specify): 
__f. I have not been given any advice about my diet. 


2: How often did you follow your recommended eating plan since your last visit? 
_ Always _ Usually _  Sometimes_ Rarely Never 
3. Which of the following has your health care team (doctor, nurse, dietician, or diabetes 


educator) advised you to do? Please check all that apply: 
__a. Do low to moderate level activity (such as walking) on a daily basis. 
__b. Exercise continuously for at least 20 minutes at least 3 times a week. 
__c. Fit physical activity into your daily routine (take stairs instead of elevators, 
park a block away and walk, etc.). 
__d. Other (specify): 
__e. I have not been given advice about physical activity. 


4. How often did you follow your exercise plan recommendations since your last visit? 
___ Always __ Usually _  Sometimes__ Rarely ___ Never 
5. Which of the following has your health care team (doctor, nurse, dietician, or diabetes 


educator) advised you to do? Please check all that apply: 
__a. Test your blood glucose (sugar) using a drop of blood from your finger. 
__b. Test your blood glucose using a machine to read the results. 
__c. Test your urine for sugar. 
__d. Other (specify): 
__e, [have not been given advice about testing my blood glucose. 


6. How often are you supposed to test your blood glucose level? 
___ times per day or __ times per week 


ds How often did you follow your blood glucose testing recommendations since your last 
visit? 
__ Always ___ Usually _ Sometimes__ Rarely Never 


Figure 6.6. Diabetes self-management and patient involvement assessment form. 
© 1995, Oregon Research Institute and Group Health Cooperative. 
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8. Which of the following medications for your diabetes has your doctor prescribed? Please check 
all that apply: 
__a. An insulin shot 1 or 2 times a day. 
__b. An insulin shot 3 or more times a day. 
__c. Diabetes pills (sulfa drugs) to control your blood glucose level. 
__d. Glucophage (Metformin tablets) 
__e. Other (specify): 
__f. [have not been prescribed medication for my diabetes. 


9. How often did you take your diabetes medication as prescribed since your last visit? 
— Always Usually _ Sometimes __ Rarely — Never 
10. Which of the following has your health care team (doctor, nurse, dietician, or diabetes educator) 


advised you to do? Please check all that apply: 
__a. Check your feet daily for sores, cuts, calluses, infection, etc. 
__b. Check inside your shoes daily for loose objects or rough edges. 
__¢. Not to go barefoot either inside or outdoors. 
__d. Wash your feet daily, remembering to dry between your toes. 
__e. Other (specify): 
__f. I have not been given advice about foot care. 


11. How often did you follow your foot care recommendations since your last visit? 
___ Always __ Usually ___Sometimes ___ Rarely ___Never 


12. Have you smoked, even a puff, during the past 7 days? 
__Yes___No (skip to Question #15) 


13. Has anyone from your health care team advised you to stop smoking? 
__Yes__No 
14. Are you seriously considering stopping smoking in the near future? 
__Yes___No 
15. Has your health care team instructed you what to do if your blood glucose is too low or too high? 
— Yes__No 
16. How confident are you that you know what to do if your blood glucose is too low? 
Not confident Confident 
1 2 3 4 5 6 7 
17. How confident are you that you know what to do if your blood glucose is too high? 
Not confident Confident 
1 2 3 4 5 6 7 


(NOTE: We recommend assessment of barriers to achieving goals in the area(s) in 
which patients are having difficulty) 


Figure 6.6. (continued ) 


patient for willingness to work on diabetes self-care, or educating the patient 
about the importance of self-care if he/she is not initially interested). This is 
also an excellent opportunity to flag often neglected issues, such as depres- 
sion, stress, smoking or foot care, for both patients and physicians. 


Medical Office-based Interventions 161 
PHYSICIAN EXAMINATION 


The physician should begin by asking the patient what he/she would most 
like to discuss at that visit!*°°. The two most important messages from the 
physician have to do with the seriousness of diabetes and the importance of 
patient behaviour in managing the disease. Following-up on the self- 
management form, the physician should address the area of greatest concern 
to the patient. This is an opportunity to both reinforce the patient’s intention 
to make behaviour changes and educate the patient on the importance of 
diabetes self-care (e.g. ‘Mrs. Gonzales, I’m glad to see that you'd like to focus 
on your diet. Following a low saturated fat diet will help you to manage 
your diabetes better and will also reduce your risk of heart disease’). The 
physician can then let the patient know that the nurse, nutritionist or 
diabetes educator will meet with him/her briefly after the examination to 
help them develop a specific plan for addressing changes in the self-care 
area. 


NURSE OR DIABETES EDUCATOR FOLLOW-UP 


Following the examination, the nurse, nutritionist, or diabetes educator 
meets briefly with the patient to review and clarify specific goals for 
behaviour change and develop problem-solving strategies. It is critical— 
and often inadequately implemented—to consider the patient’s perspective 
and readiness to change during this process. Anderson and colleagues have 
written extensively on patient empowerment and _patient-centred 
approaches to enhancing diabetes self-management’***. Patients will be 
unlikely to make behaviour changes if: (a) they are not motivated to do so; 
(b) they do not understand the importance of the recommended behaviour in 
managing their diabetes; or (c) they do not have the necessary skills to carry 
out the behaviour. Optimally, the goal(s) should be generated by the patient 
and then worked into a specific behavioural plan in collaboration with the 
nurse or educator. Using principles of behaviour change, this means that the 
goal(s) should be specific, manageable and measurable, that the patient 
should understand the importance of the behaviour in managing diabetes, 
and that he/she should be educated in the skills necessary to perform the 
behaviour’*””. 

Once a plan for a specific behaviour change is agreed upon, the next step is 
to ask the patient to identify the things that are most likely to interfere with 
following the plan. Help the patient to come up with at least two practical 
solutions to these barriers. One of the most common barriers to self-care, 
even for the most motivated patients, is returning to a home, work, and 
neighbourhood environment that does not support the self-management 
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goal (there are brief questionnaires that can be used to structure this 
discussion)*°*!, A number of studies have evaluated patients’ ‘barriers’ to 
self-management??? Rather than labelling the patient as ‘non-compliant’, 
an attempt should be made to understand the factors that interfere with the 
identified goal. Commonly reported barriers include lack of family support, 
stress, being busy, being away from home, lack of insurance reimbursement 
(e.g. for glucose testing strips), and lack of convenient, safe, low-cost places 
to exercise. Glasgow et al.°* and Glasgow*' have reported that most patients 
experience the highest frequency of barriers to dietary and exercise adher- 
ence and the fewest to medication taking, and that patients’ self-reported 
barriers to adherence are prospectively predictive of their level of diabetes 
self-care. These findings suggest that helping patients to identify barriers to 
self-management and develop strategies to overcome these barriers should 
increase the success of their diabetes self-management activities. 

Finally, it is also important to assist the patient in accessing support for 
his/her new behaviour. This might entail referral to diabetes education 
classes or a support group, related reading materials, and often a follow- 
up telephone call to check on progress between visits. Finally, the self- 
management goal and plan for achieving it should be recorded (Figure 6.4), 
with a copy given to the patient and another placed in the chart so that it can 
be followed-up during the next visit. 


LINKS TO MEDICAL MANAGEMENT 


One of the key advantages to office-based psychosocial interventions is that 
the potential exists for coordination with, and integration into, regular 
clinical practice. Behavioural and psychological issues can be treated by 
health care staff and seen by patients as a regular part of patient care. This is 
in contrast to the situation that currently exists in most settings, in which a 
‘psychological or diabetes education/self-management’ referral is seen as 
stigmatizing, separate from usual patient care, and something that is often 
poorly connected with the medical management of diabetes. 

Still, just because an intervention is conducted in the office setting is no 
guarantee that it will be integrated with, or consistent with, other aspects of a 
patient’s care. It is essential that all health care team members be aware of 
what other team members are working on with a patient, that they reinforce 
each other’s efforts, and that they do not overwhelm the patient with too 
many goals and priorities at once. Such coordination and mutual support is 
much more likely to happen if it is programmed into the office practice and 
prompted by the use of patient goal setting and strategy forms (see Figure 
6.4) rather than left to chance. 
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As reviewed above, there are different models for determining which staff 
member implements the behavioural strategies, and advantages and limita- 
tions to each. In terms of consistent and quality implementation, it makes 
most sense to have behavioural interventions delivered either by behavioural 
specialists experienced in diabetes and working in health care settings, by 
diabetes educators trained in behavioural intervention, or by user-friendly, 
highly interactive multi-media computer-based applications. The present- 
day reality, however, is that few offices, and especially few primary care 
settings responsible for treating the patients most in need, will have the 
resources to adopt such strategies. 

It is also clear that one does not need to be a highly trained psychologist to 
deliver most of the behavioural intervention strategies that have been 
reviewed above. The few studies that have evaluated counsellor character- 
istics have not found one type of health professional to be more effective 
than others at producing behaviour change. This of course assumes that staff 
members are well trained and receive adequate supervision and feedback. 
From a social influence perspective, it makes most sense to have a physician 
deliver the intervention. In practice, this is seldom possible due to the 
extreme time limitations and lack of training of physicians in behavioural 
intervention®’. The doctor is probably best utilized as a motivator, who can 
briefly emphasize the importance of behavioural goals and of working with 
the interventionist. The most generalizable model, especially in managed 
care settings, is probably to have some form of automated assessment, 
followed by a motivational message from the physician, and then interven- 
tion and follow-up conducted by a nurse or case manager. 

The greatest opportunity for linking to medical management and improv- 
ing overall quality of diabetes care lies in the area of tracking guidelines for 
preventive care, such as those developed by the American Diabetes Associa- 
tion and various other organizations, for all patients in an office practice. 
This assumes an accurate diabetes registry and a list of guidelines or best 
practices that includes behavioural, psychosocial and patient-focused issues® 
in addition to medical and laboratory screening activities. The second most 
important issue, and one that has impressive empirical support, is to conduct 
brief follow-up contacts with patients, as discussed above. 


UNANSWERED QUESTIONS, NEW DIRECTIONS 


Good progress has been made in medical office-based psychosocial inter- 
ventions during the few years that this has been an area of investigation, but 
much more remains to be done. As summarized in Table 6.1, studies are 
particularly needed of the extent and characteristics of practices that adopt, 
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implement and maintain such interventions. This conclusion is not unique to 
medical office-based interventions, but also applies to much of health 
psychology”. As research shifts to a broader focus that includes not only 
individual and intrapersonal determinants of health and behaviour, but also 
broader social-environmental determinants, setting and organization factors 
become an important area of investigation. 

As this field of inquiry advances, the issues studied will shift from basic 
questions, such as ‘Does this type of intervention work?’, to more sophisti- 
cated questions, such as ‘which types of intervention are most effective, for 
what purpose (e.g. increasing participation; producing immediate behaviour 
change; enhancing maintenance), with which type of patient, in which type 
of setting and when implemented by which type of interventionist?’ Given 
the inherent advantages of consistent delivery, freeing staff time for other 
duties, automated and immediate scoring and feedback, and the high degree 
of individualization possible, we are likely to see much more application of 
interactive computer-based applications in medical settings. It is hoped that 
these applications will be evidence-based, and that they will be developed 
with a focus on the RE-AIM dimensions discussed above. 

The final and most important challenge for the future remains optimal 
ways in which to integrate psychosocial assessments and interventions into 
regular medical office-based diabetes care, and to do so in a way that 
enhances quality of care and patient-centred outcomes. 
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INTRODUCTION AND THEORETICAL BACKGROUND 


This chapter provides an overview of the conceptual development, empirical 
investigation, content and clinical application of Blood Glucose Awareness 
Training (BGAT), a psycho-educational intervention designed for patients 
with type 1 diabetes. The purpose of BGAT is to improve patients’ ability to 
recognize, predict, avoid and respond to extreme fluctuations in blood 
glucose (BG) levels. Training focuses on learning how to use both internal 
‘cues’ to BG (physical symptoms, mood changes, deterioration in mental 
function) and external cues (insulin action, food intake, physical activity) to 
improve glucose awareness. In its current form (BGAT-IID, BGAT is an 8- 
week intervention which can be conducted on an individual basis or in 
group format with weekly sessions lasting from 1-2 hours. An eight-chapter 
manual serves as a guide for active self-learning and homework exercises. 
BGAT is both an empirically and theoretically-derived intervention. The 
current version is the product of over 18 years of research into the 
symptomatology, recognition, impact and treatment of hypo- and hypergly- 
caemia in type 1 diabetes. Each version of BGAT has been evaluated 
empirically and its efficacy has been demonstrated repeatedly by research 
conducted at divergent geographical locations with divergent patient popu- 
lations. At present, BGAT is being used across the world and its manual has 
been translated into Japanese, German and Dutch. Because of the need to 
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incorporate new research findings relevant to our training goals, we do not 
view BGAT as a ‘finished’ product but rather as a constantly evolving 
intervention. 

Theoretically, BGATs conception and development arose within the frame- 
work of psychological models of health-related behaviours, most impor- 
tantly theories of self-regulation. Self-treatment of diabetes has been 
described as a process of behavioural self-regulation by several authors! *. 
In this self-regulatory process, feedback about extreme BG fluctuations leads 
to behavioural attempts to normalize glycaemic status. In the absence of 
diabetes, a negative feedback control system maintains euglycaemia auto- 
matically by monitoring current circulating glucose levels and responding 
hormonally to normalize BG when it deviates from a normal range. Thus, 
when BG levels rise dramatically after the intake of a large meal, pancreatic 
insulin production and secretion also increase to promote glucose transport 
and metabolism. When BG levels are low due to lack of food intake or high 
utilization of metabolic fuel, glucagon secretion increases to stimulate 
glycogenolysis and gluconeogenesis. Since these endogenous hormonal 
reactions are inadequate or absent in type 1 diabetes, this normally auto- 
matic physiological regulatory system cannot regulate glycaemic status. 
Instead, patients with type 1 diabetes must behaviourally regulate glucose 
metabolism. This requires the patient to monitor BG levels, inject insulin into 
the body and adjust the timing and amount of food intake and physical 
activity to match BG and insulin levels. Because it is quite difficult to 
duplicate normal glucose metabolism with this behavioural regimen, 
patients with type 1 diabetes frequently experience hypo- and hypergly- 
caemia which, when detected, require additional behavioural adjustments to 
re-regulate BG. 

In the self-regulatory model of diabetes management, appropriate beha- 
vioural responses to regulate BG levels depend on feedback concerning 
current BG levels. There are three primary types of feedback for the patient 
with type 1 diabetes: self-measurement of BG (SMBG), perception of physical 
symptoms indicating hypo- or hyperglycaemia, and feedback from others 
regarding symptoms they notice. In addition, patients obtain feedback by 
estimating the impact of their previous insulin, food and physical activity on 
current BG. The fundamental goal of BGAT is to improve patients’ ability to 
utilize the information available to them as feedback about their BG levels 
which will, in turn, improve their ability to detect and predict extreme 
fluctuations in BG accurately. However, BGAT does not minimize the critical 
role of feedback from SMBG in diabetes management, but rather encourages 
frequent self-testing, not only at routine times to monitor fasting, prepran- 
dial, postprandial, or bedtime BG, but also as a tool to verify objectively 
patients’ subjective impressions that BG is too low or high. But since patients 
can only use SMBG a limited number of times each day (8-10 times/day for 
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the most motivated patients), they must rely on other types of feedback 
much of the time, primarily physical symptoms that signal hypo- or 
hyperglycaemia. 

Psychological theories of health care and illness behaviour have long 
emphasized the critical role of symptom feedback in processes of physiolo- 
gical self-regulation and disease management? ’. At the most basic level, this 
process includes eating when the sensations of hunger occur, sleeping to 
alleviate exhaustion, and seeking medical help for illness or injury. However, 
even these basic self-regulatory behaviours are not always simple, as 
evidenced by the high rate of eating and sleep disorders. Self-regulation 
via perceived symptoms can become quite complex because there is not a 
one-to-one correspondence between physiological change and symptom 
perception. Symptom perception also requires the interpretation of physiolo- 
gical feedback which, in turn, involves a myriad of complex psychological 
phenomena, including attention mechanisms, information processing, affec- 
tive responses and contingency factors. For this reason, symptom perception 
and interpretation does not always accurately parallel physiological reality. 
Whether accurate or not, people tend to trust their perceptions of physical 
symptoms. In their studies of hypertensive patients, Howard Leventhal and 
his colleagues elegantly demonstrated the primary role of symptoms in the 
‘commonsense models of illness’ that guide health care beliefs and beha- 
viours®’. In these studies, even when told that changes in blood pressure 
were asymptomatic, patients continued to monitor and rely on symptoms for 
information about their hypertension. Patients with type 1 diabetes report 
that, when they ‘feel’ hypoglycaemic, their first response is to treat them- 
selves before using SMBG to verify the low BG Symptoms have several 
attributes that make them compelling and convincing. The are readily 
available, immediate and experiential, and past experience has taught 
most people that symptoms can provide valuable and accurate information 
about physical status. The problems arise when symptoms are not easily 
recognized or are interpreted inaccurately. 

From a clinical perspective, then, two critical questions determine the 
usefulness of physical symptoms as accurate feedback and guides to self- 
regulatory behaviour. First, does the physiological parameter being regu- 
lated produce detectible symptoms that reliably co-vary with deviations 
from normal function? And if so, are patients able to perceive and accurately 
recognize these symptoms as cues that they need to regulate their health 
status behaviourally? The fact that BG fluctuations in type 1 diabetes can be 
quite symptomatic is well-documented, and patients are taught to monitor 
themselves for certain symptoms as signs of hypo- or hyperglycaemia. This 
education is based, of course, on the assumption that patients detect and 
recognize these symptoms accurately, an assumption long-held by most 
diabetes researchers and practitioners. However, prior to 1980, there was 
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virtually no systematic research into the nature of glycaemic symptomatol- 
ogy and the ability of type 1 patients to discriminate BG levels accurately. 
Since then, a plethora of studies have been conducted, demonstrating that 
BG symptomatology and detection are far more complex than originally 
believed. 


BG SYMPTOMATOLOGY—EMPIRICAL FINDINGS 


Several characteristics of BG symptoms contribute to their complexity. One 
of these is the lack of specificity of many of the symptoms caused by 
glycaemic changes’. In other words, while both hypo- and hyperglycaemia 
can cause numerous physical symptoms, many of these are not exclusively 
related to glycaemic changes and, in fact, co-occur with a number of other 
physiological states (e.g. hunger, fatigue, weakness, trembling, dry mouth). 
The list of potential symptoms that can be caused by hypo- and hypergly- 
caemia is quite long, because extremes in BG levels can have an impact on 
nearly every organ system, including a dramatic impact on the central 
nervous system. Table 7.1 lists the symptoms most commonly associated 
with hypo- and hyperglycaemia.* It is important to emphasize, however, that 
a given individual patient will not experience all of these symptoms. This is 
because BG symptomatology is highly idiosyncratic. Early studies found that 
no one symptom was associated with hypo- and hyperglycaemia for all 
patients’. Instead, the symptoms that most reliably co-vary with BG can 
differ greatly from patient to patient. This symptom idiosyncracy has been 
repeatedly demonstrated across all age groups—in children and adolescents, 
as well as adults with type 1 diabetes!?2"!”. As Table 7.1 indicates, some 
symptoms can also occur with both hypo- and hyperglycaemia which means 
that, for one patient, a symptom such as fatigue may signal low BG while, for 
another patient, fatigue is a sign that glucose levels are high. Several factors 
appear to contribute to the idiosyncracy of BG symptomatology, including 
individual differences in physiological responses to glucose changes (e.g. 
hormonal reactions), as well as psychological differences in symptom 
perception (e.g. attentional biases). 

In addition to those sensations typically viewed as physical symptoms 
(e.g. pounding heart, dry mouth), Table 7.1 shows that both hypo- and 
hyperglycaemia can cause changes in mood, mental/motor function, and 
behaviour. These sequelae are also idiosyncratic in nature. For example, 


*The symptoms listed in Table 7.1 represent those which have been demonstrated empirically to relate to BG 
levels. Empirically-related symptoms are identified using a repeated-measures procedure in which patients 
rate the extent to which they are experiencing symptoms on a checklist, then measure their BG and record this 
value. Symptom ratings and BG values can be recorded on paper checklists or entered into handheld 
computers. This procedure is repeated several times each day over a several-week period. 
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Table 7.1. Blood glucose symptoms in type 1 diabetes 


Hypoglycaemia Hyperglycaemia 
Trembling Dry mouth, throat 
Sweating Thirst 

Pounding heart Need to urinate 
Fast pulse Stomach pain 
Changes in body temperature Nausea 

Heavy breathing Vomiting 

Slowed thinking Weakness 
Difficulty concentrating Blurred vision 
Mental confusion Headache 

Slurred speech Tingling/pain in extremities 
Blurred vision Fatigue 
Incoordination Lethargy 
Fatigue/sleepiness Mental confusion 
Dizziness Alertness 
Weakness Energetic 

Hunger Sadness 
Headache 

Nausea 

Anxious 

Irritability 

Sadness 

Crying 

Pessimistic thinking 

Arguing 

Euphoria 

Giddiness 


hypoglycaemia is associated with negative changes in mood (e.g. anxiety, 
irritability), thinking (e.g. pessimistically orientated), and behaviour (e.g. 
arguing) in the majority of patients'®'°. However, some patients experience 
positive changes (e.g. giddiness, euphoria, friendly behaviour). Patients also 
vary greatly in the degree to which they become symptomatic in response to 
glycaemic extremes. Individual differences have been found in the number 
of different symptoms experienced, the intensity of symptoms, and the 
glycaemic threshold at which physiological responses and subsequent 
symptoms occur. Thus, some patients become quite symptomatic with 
relatively mild hypoglycaemia or hyperglycaemia, while others notice 
nothing until their BG is extremely low or high. Idiosyncratic symptom 
clusters are stable over relatively short periods of time, such as 3-6 months!”, 
but may also change dramatically over time. In fact, symptoms may vary 
across different episodes of hypo- and hyperglycaemia for an individual 
patient. 

In general, hypoglycaemia is more symptomatic than hyperglycaemia, 
which tends to be associated with symptoms which are less intense 
perceptually and slower in onset. The aetiology for many hyperglycaemic 
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symptoms is unclear. Some are caused by osmotic diuresis as the kidneys 
attempt to excrete excess glucose and ketones, including thirst, dry mouth 
and frequent urination. Gastro-intestinal symptoms, such as nausea and 
abdominal pain, are probably caused by ketosis and/or acidosis. The effects 
of hyperglycaemia on cognitive and motor functioning has not been studied 
extensively, and research has yielded conflicting results, with some finding 
deterioration in performance and others showing no effect on the CNS with 
moderately high BG”?! However, severe and prolonged hyperglycaemia 
certainly causes changes in mentation, including disorientation and eventual 
coma. Mood changes occur with moderate hyperglycaemia, but these appear 
to be more subtle than those associated with hypoglycaemia and tend to be 
positively valenced, such as feeling alert, energetic or cheerful!?. 

In contrast, hypoglycaemic symptoms often onset suddenly and can be 
quite aversive. Hypoglycaemia causes two major physiological reactions that 
underlie most symptoms—hormonal counter-regulation and neuroglycopenia. In 
both non-diabetic and diabetic glucose regulation, abnormally low BG levels 
trigger the release of hormones, including glucagon and epinephrine, which 
increase glycogenolysis and inhibit insulin action, causing BG to stop falling 
and begin to rise. In type 1 diabetes, glucagon secretion and action grows 
progressively less effective, so epinephrine becomes the primary mechanism 
of hormonal counter-regulation. Counter-regulatory symptoms (also referred 
to as autonomic, adrenergic and neurogenic symptoms) include trembling, 
pounding heart, sweating and feeling ‘jittery’ or tense. Neuroglycopenic 
symptoms are caused by insufficient glucose available for brain metabolism 
and function. Early signs include difficulty concentrating, thinking clearly 
and performing fine motor tasks, as well as a general slowing of problem 
solving and reaction time. If BG continues to fall to moderate or severe 
hypoglycaemia, symptoms can progress to disorientation, mental stupor, 
unconsciousness, seizure and, in extreme cases, even death. One recent study 
found that 10% of deaths in patients with type 1 diabetes under the age of 40 
appeared to be caused by nocturnal hypoglycaemia”. 

There is some controversy concerning the glycaemic threshold for counter- 
regulatory vs. neuroglycopenic symptoms. Traditionally, counter-regulatory 
symptoms were believed to occur first, providing the best early warning 
signs of mild hypoglycaemia. Neuroglycopenic symptoms, in contrast, were 
believed to onset only after BG fell quite low and to be of little use as early 
warning cues. However, several studies!©?3*5 have shown that counter- 
regulatory and neuroglycopenic symptoms occur at similar thresholds, and 
that neuroglycopenic symptoms occur as frequently with hypoglycaemia as 
hormonal symptoms. In addition, significant deterioration in task perfor- 
mance, including driving, can occur at relatively mild (3.0-3.9 mM) hypogly- 
caemic levels”***. The degree of impairment associated with hypoglycaemia 
varies across patients but appears to be somewhat reliable across time”®”’. 
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While some patients become obviously impaired with relatively moderate 
drops in BG, others show only minor deficits with extreme hypoglycaemia. 
Subjective awareness of these early signs of impairment also differs greatly 
across individual patients. Some do not recognize these symptoms until they 
are severely impaired and others never recognize them. The progressive 
impairment in mental function caused by neuroglycopenia can severely 
interfere with patients’ ability to recognize low BG symptoms and self- 
treat appropriately. For this reason, patients sometimes exhibit resistant 
behaviour toward others, denying that their BG is low and refusing 
carbohydrate treatment. Inability to recognize neuroglycopenia and self- 
treat appropriately can also lead to accidents and injury. 

A significant number of type 1 patients are classified as ‘hypoglycaemic 
unaware’, a condition in which the hormonal counter-regulatory response 
and symptoms are dampened or delayed??? Until relatively recently, 
decreased ability to counter-regulate and hypoglycaemic unawareness 
were believed to be secondary to the development of autonomic neuropathy, 
a common long-term complication of type 1 diabetes. However, studies of 
patients suffering from hypoglycaemic unawareness found that many did 
not show evidence of autonomic neuropathy or diabetes of long dura- 
tion”3032. More recent research has focused on the impact of recurrent 
hypoglycaemia on hormonal response. There is now strong evidence that 
even a relatively mild hypoglycaemic episode can decrease the glycaemic 
threshold for hormonal counter-regulation in response to episodes occurring 
in the next few days", Thus, BG levels fall lower before counter-regulation 
and symptoms occur, increasing the probability of significant neuroglyco- 
penia, inability to recognize that BG is low and self-treat, and an episode of 
severe hypoglycaemia.” It is important to emphasize, however, that even 
though patients classified as hypoglycaemic unaware have reduced hormo- 
nal symptoms, they are not completely asymptomatic’. Hypoglycaemic 
symptomatology is best described as a continuum on which some patients 
show reduced hypoglycaemic awareness. 

The above findings have several implications for the clinical use of 
symptoms in regulating type 1 diabetes. First, because many symptoms 
are subtle and non-specific to glycaemic changes, it may not always be easy 
for patients to discriminate those symptoms that are indicative of BG level 
from those related to other changes in physiological state. This problem is 
exacerbated by the number of different symptoms that can correlate with BG. 
These findings suggest that patients may not always accurately recognize 
glucose symptoms and, consequently, may make errors in BG detection 


*Severe hypoglycaemia, as defined by the Diabetes Control and Complications Trial, occurs when a patient is 
unable to self-treat due to neuroglycopenia, leading to progressive cognitive deterioration, unconsciousness 
and possible seizure. 
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which could, in turn, lead to errors in self-treatment In addition, the 
idiosyncratic nature of BG symptoms has implications for diabetes educa- 
tion. Patients need to be taught about the idiosyncracy of BG symptoms and 
helped to identify those that are personally most reliable. In clinical settings, 
assessment of symptoms typically involves asking patients to describe which 
symptoms they experience with BG extremes. This method of symptom 
assessment is based on the notion that patients’ beliefs about their symptoms 
are accurate. An early study’? tested this assumption by asking patients to 
rate the extent to which potential symptoms co-occurred with their hypo- 
and hyperglycaemic episodes, then empirically testing the relationship. 
While symptom beliefs were generally accurate, there were also large 
individual differences in accuracy and a significant number of patients held 
erroneous symptom beliefs. The most common type was false-positive 
beliefs (i.e. false alarm symptoms), but patients also made false-negative 
errors (i.e. missed symptoms). Both types of errors have potential clinical 
implications. For example, the patient who erroneously believes that hunger 
is a reliable sign of hypoglycaemia (false alarm) may often treat him/herself 
for low BG unnecessarily, leading to hyperglycaemia. In contrast, the patient 
who is unaware that unusual fatigue is a sign of low BG (missed symptom) 
may fail to self-treat when needed, causing glucose to fall more precipi- 
tiously and increasing the risk of severe hypoglycaemia. A more recent study 
tested patients’ symptom beliefs in a laboratory study during which BG 
levels were manipulated via insulin and glucose infusion” and found a 
similar pattern of errors. Fewer than half of the patients who reported 
sweating as a reliable sign of hypoglycaemia actually experienced this 
symptom during hospital testing (false alarm symptom), and half of the 
patients who did not report sweating as a reliable symptom experienced it. 


ACCURACY OF BG DETECTION 


The above studies suggest that BG symptoms are not always recognized 
accurately. Thus, the next question of critical clinical importance is: how well 
can patients with type 1 diabetes detect hypo- and hyperglycaemia? Even 
though patients do not always recognize symptoms, ability to estimate BG 
could conceivably be accurate if patients are adept at using external cues, 
including information about time of day, timing and amount of recent 
insulin, food and physical activity. To address this question empirically, 
the issue of measurement of accuracy needs to be considered. The use of 
traditional measures of accuracy, such as correlations and deviation scores, is 
problematic for several reasons** °°. For example, the correlation between 
subjective BG estimates and objective measures can be quite high, and the 
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Figure 7.1. Error Grid analysis (EGA). Blood glucose measured in mg/dl 


average deviation between the two can be low, even when patients make 
errors with potentially serious clinical implications. To address the question 
of the impact of BG detection on diabetes regulation, we developed a 
classification procedure, the Error Grid Analysis™, which quantifies the 
clinical significance of patient accuracy.* Figure 7.1 shows the Error Grid 
Analysis (EGA), which involves plotting patients’ BG estimates (y axis) in 
comparison to measured BG (x axis), so that each estimate falls into one of 10 
categories or zones. Each zone represents the potential clinical outcome of 
taking action to adjust BG based on the subjective estimate. 

The Error Grid is divided by a regression line that represents perfect 
agreement between estimated and actual BG. Data points falling above and 
below this line represent overestimates and underestimates of actual BG, 
respectively. The upper and lower A zones include estimates considered to 
be clinically acceptable; that is, the estimate is either within 20% of actual BG 
or both estimated and actual BG are below 3.9mm (70 mg/dl). Estimates 
falling into the upper and lower B zones deviate more than 20% from actual 
BG, but are considered to be benign errors, since it is unlikely that patients 
would take action that was clinically dangerous based on these estimates, if 
action were taken, the clinical implications would be minimal. The C, D and 
E zones are considered to be clinically significant errors. C zone errors 
represent potential unnecessary corrections of BG because it estimated to be 


*Information concerning the purchase of computer software for Error Grid Analysis is available from the 
h 8 P p y: 
author. 
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too high (upper C zone) or too low (lower C zone) when actual glucose is in 
an acceptable range. Taking action to treat BG based on these estimates could 
result in hypo- or hyperglycaemia. D zone errors occur when estimated BG is 
in an acceptable range but actual BG is too low (upper D zone) or high 
(lower D zone). These failures to detect hypo- or hyperglycaemia can lead to a 
failure to provide needed self-treatment. Finally, E zone estimates can lead to 
erroneous self-treatment, such as taking action to lower BG when hypogly- 
caemic (upper E zone) or to raise BG when hyperglycaemic (lower E zone). 

Our first study of BG detection assessed patient accuracy under two 
conditions*, during hospital testing (while BG levels were manipulated via 
insulin and glucose infusion) and at home (while following normal daily 
routines)**. During hospital testing and BG manipulation, external cues such 
as time of day were irrelevant, forcing patients to rely on symptom feedback 
to estimate BG. In contrast, during home testing patients had access to 
external cues. As Figure 7.2 shows, patients made significantly more accurate 
estimates during home testing (A zones=61%) as compared to hospital 
testing (A zones = 46%). Although the majority of estimates were clinically 
acceptable or benign errors, patients also made a substantial number of 
clinically significant errors. A total of 19% and 13% of estimates fell in the C, 
D and E zones in the hospital and home conditions, respectively. By far the 
most common error was failure to detect extreme BG levels (D zones), with C 
and E zone errors being rare. Unawareness of hypoglycaemia occurred more 
frequently than unawareness of hyperglycaemia, with patients detecting 
BGs <3.9mM only about 50% of the time. However, in a more recent 
laboratory study”, BG levels were raised to a more extreme hyperglycaemic 
range (21.1 mM). These researchers found more errors in detecting high BG as 
compared to low BG. While only 17% of patients made clinically significant 
errors in detecting hypoglycaemia, 66% made these errors in their detection 
of hyperglycaemia—errors that included unawareness that BG levels were 
high (ower D zone) and believing BG was hypoglycaemic when it was quite 
high (lower E zone). 

Other studies, by our research group and others, have used the EGA to 
assess BG detection, often employing a summary measure of the EGA called 
the accuracy index (AI). The AI is computed by subtracting the percentage of 
clinically significant errors (C, D and E zones) from the percentage of A zone 
estimates. In studies of adults with type 1 diabetes and a history of using 
SMBG, AI scores have ranged from 35% to 60%°” °°. Accuracy appears to be 


*The basic method for assessing accuracy of detection involves asking the patient, who is blind to actual 
glucose level, to estimate current BG on the basis of available cues, followed by an objective measure of 
glucose. BG estimates and measures can be recorded on paper forms or entered directly into computers. In the 
hospital assessment, BG estimates and measures were obtained every 10 minutes over a period of several 
hours and entered into a hand-held computer. In the home assessment, patients recorded their estimates on 
paper forms before SMBG several times each day over a period of 1-2 weeks. 
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significantly poorer in younger age groups. For example, the first study of 
adolescents'* found that 55% of BG estimates were clinically accurate; 
however, since that study did not compute clinically significant errors, AI 
scores could not be computed. A subsequent study“ found poorer accuracy 
in both young adults (AI=32%) and adolescents (AI =7%). Children with 
type 1 diabetes and their parents exhibit even poorer accuracy, with average 
AI scores of — 1.05% and 5.0%, respectively“". This means that children and 
parents make clinically serious errors almost as often as clinically accurate 
estimates. Children also differed from adult patients in the types of errors 
they made. As Figure 7.3 shows, children made a much higher rate of lower 
E zone errors than adult patients. Thus, children often believed they were 
hypoglycaemic when in fact their BG was high, which could lead them to 
take action to raise BG when it is already too high. Several factors likely 
contribute to children’s poor ability to detect BG extremes and the tendency 
to make more lower E zone errors; for example, developmental differences in 
the cognitive skills involved in discriminating physical symptoms. In addi- 
tion, parental concern about and focus on immediate treatment may increase 
the salience of hypoglycaemia, and there are important reinforcement 
contingencies, since children typically are given some sort of sweet food or 
drink to treat low BG. 

Patients who report reduced hypoglycaemic awareness also show poorer 
accuracy*’. They detect only about 33% of BG readings below 3.9 mM, 
compared to adults without reduced awareness who detect, on average, 
50% of their low BGs. Overall accuracy (AI) is also significantly lower (15%), 
closer to that seen in younger patient groups. 
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Regardless of demographic and other differences in patient population, 
several findings have consistently emerged from studies of BG detection. 
First, ability to detect both hypo- and hyperglycaemia varies greatly across 
individual patients!475354143, However, few patients demonstrate clinically 
acceptable accuracy at every BG range. Weinger et al.”, for example, found 
that only one of 31 patients tested could accurately discriminate low, normal 
and high BG levels 100% of the time during hospital manipulations of 
glucose. Unfortunately, studies have repeatedly found that patients’ confi- 
dence in their ability to detect BG fluctuations does not predict objectively- 
measured accuracy, meaning that clinicians cannot take self-reports of 
accuracy at face value~’**4148_ Across studies, patients also show a consis- 
tent pattern in the types of errors made, the most common being failure to 
detect extreme low and high BG levels. Patients show a strong tendency to 
‘normalize’ glucose fluctuations; that is, to overestimate the value of low BGs 
and to underestimate high BGs™34414344 Normalization in BG estimates 
appears to be, in part, due to a tendency for patients to be ‘overly optimistic’ 
about their glucose control, as well as to a tendency to believe that, in the 
absence of symptoms, BG is likely to be euglycaemic. 

The above research clearly demonstrates that the assumption that patients 
can ‘tell’ when their BG levels are too low or too high, based on symptoms and 
other cues, is problematic. Rather, studies repeatedly show that patients often 
make potentially serious errors in symptom perception and subjective BG 
estimations. Based on these findings, it might seem that clinicians should 
discourage patients from monitoring themselves for symptoms of extreme BG 
and basing treatment decisions on subjective estimations of glucose level. 
Instead, perhaps patients should be encouraged to use SMBG as often as 
possible and to rely solely on this objective feedback as a guide to self- 
regulation. However appealing, this is not a practical solution for several 
reasons. First, there is much evidence from previous symptom research’ '° 
demonstrating the tenacity of patients’ tendency to rely on subjective symp- 
toms and illness beliefs. In short, even if patients are told that they cannot 
monitor symptoms and other cues for accurate information about their BG, 
they are likely to continue believing they can and doing so. Another reason is 
that only the minority of patients are willing to test their BG more than four 
times each day and even the most motivated test no more than eight to ten 
times daily. Thus, SMBG feedback is not obtained frequently enough to guide 
all self-treatment decisions. There are occasions when patients must rely on 
symptom feedback and subjective BG estimations to make treatment deci- 
sions; for example when hypoglycaemic symptoms onset suddenly, immedi- 
ate treatment is needed and a meter is not available for SMBG. 

An alternative solution, and the one represented by BGAT, is to develop 
interventions to train patients in skills that enhance glucose awareness and 
improve the ability to use symptoms and other subjective cues as accurate 
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Table 7.2. Goals of an effective intervention to improve BG awareness 


Intervention goals 


Test symptom beliefs 

Correct erroneous symptom beliefs 

Identify predictive/misleading symptoms 

Identify diabetes management behaviours that lead to BG extremes 
Objectively assess individual ability to estimate BG 

Identify types of detection errors made 

Objectively assess personal BG profiles 


Outcome goals 

Increase frequency of clinically accurate estimates of current/future BG 

Decrease frequency of clinically significant errors in estimating current/future BG 
Outcome goals | 


Increase frequency of appropriate self-treatment decisions and behaviours 
Decrease frequency of extreme BG fluctuation 


feedback about glycaemic changes. The results of research into BG 
symptoms and detection has obvious implications for the development of 
such a training programme. For example, because of errors in symptom 
perception and beliefs, patients need to identify objectively those symptoms 
and other cues that are most sensitive and specific in relationship to their BG 
changes. Because patients tend to normalize estimated BG, representing 
errors in beliefs about the range of daily glucose fluctuations, they need to 
assess objectively the frequency and extent of their own hypo- and hyper- 
glycaemia. Table 7.2 summarizes the major goals of BGAT, each of which is 
derived empirically. We quantify success in achieving these goals by measur- 
ing the accuracy of BG detection as the outcome variable; specifically, 
increasing the rate of clinically accurate estimates and decreasing the rate 
of clinically significant errors. Of course, the ultimate desired outcome, 
which is more difficult to operationalize, is to improve ability to make 
wise self-treatment decisions and take appropriate behavioural actions. In 
the next section, the general content and format of BGAT in its current form 
is described, as well as some of the specific interventions developed to 
achieve these goals. 


BGAT—A DESCRIPTION OF THE INTERVENTION 


BGAT is structured into eight weekly classes* which follow an eight-chapter 
manual. Each chapter and class focuses on a different type of internal 


*Although we use the term ‘classes’ to describe the eight weekly meetings, this is somewhat misleading since 
BGAT is not designed to be implemented in a lecture format. Rather, weekly meetings involve group 
discussions about the personal implications of the material and exercises, and how to apply newly-learned 
information to improve accuracy of BG detection and diabetes management. 
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Table 7.3. BGAT-III Table of Contents 


Table of Contents 


Foreword i-iii 
Class 1 Introduction to blood glucose awareness training 1-24 
Class 2 Use of physical symptoms as internal cues 25-36 
Class 3 Use of performance cues as internal cues 37-56 
Class 4 Use of moods and feelings as internal cues 57-74 
Class 5 Use of insulin, time of day, and last BG reading as external cues 75-100 
Class 6 Use of food, insulin, time of day, and last BG reading as external cues 101-128 
Class 7 Use of insulin, food, and physical activity as external cues 129-152 


Class 8 Putting it all together 153-162 


(physical symptoms, mental—motor function and moods) or external (insulin, 
food and physical activity) cue that can provide information about current or 
future BG fluctuations. Table 7.3 shows the table of contents from the current 
BGAT manual (BGAT-III). While a different topic and different material is 
presented each week, certain learning tools are incorporated throughout the 
entire intervention. BGAT is based on the teaching methods of active 
learning and self-experimentation. Therefore, each chapter of the manual 
contains exercises which require patients to stop reading and actively apply 
the information they have just learned. There are several different types of 
exercises, but most require patients to reflect on the personal implications of 
the material or to test their understanding of the information just read. Each 
chapter also contains ‘key concepts’ which summarize critical facts and 
ideas, as well as case studies (taken from actual patient experiences) 
describing the relevance of the information to daily self-management of 
diabetes. At the end of each chapter, there is a quiz to assess mastery of the 
material covered, and ‘homework’ assignments designed to provide oppor- 
tunities to practise new skills, learn more about personal BG cues and 
fluctuations, and monitor progress. 

The cornerstone of BGAT homework is the weekly BG Awareness Diary, 
which patients keep throughout the entire 8 weeks of training. This diary 
provides patients with a way to use daily SMBG readings to obtain 
systematic feedback about their most reliable symptoms, symptom beliefs, 
ability to use external cues, and the impact of different self-management 
behaviours on BG. Some form of the BG Awareness Diary has been included 
in every version of BGAT, including the original version. Figure 7.4 shows 
the current version of the Diary form, which is presented in Chapter 1 of the 
BGAT manual. Patients make Diary entries at least four times each day— 
before their routine SMBG and whenever they believe, because of internal or 
external cues, that their BG may be too high or too low. After recording the 
date and time of the entry, patients ‘scan’ themselves for internal cues. They 
are asked to record any internal cue they perceive, regardless of whether or 
not they believe it is related to BG. Patients then consider their recent insulin, 


184 Psychology in Diabetes Care 


BG Diary Sheet Name: 
Introduction 


Cues: Scan your body for changes in your: Chapter 1 
Head, Thinking, Vision, Dryness in mouth and nose, 

Taste, Balance, Sweating, Breathing, Heart rate, 

Coordination, Urination, Hunger, Energy, Tension, 

Tolerance, Insulin, Food, Activity, Others: 


| Date | time | BG cues, Internal and External High & Low BG Causes 


Figure 7.4. Blood glucose (BG) awareness diary (BGAT) 


food, and physical activity, as well as any other external cues they think 
might be having an impact on their BG (e.g. illness, medication, psycholo- 
gical stress), and record these. Based on the cues recorded, patients estimate 
their current glucose level, then measure actual BG. Patients evaluate the 
accuracy of their estimate by plotting it on the EGA, which is printed on the 
back of each Diary form, and recording the zone into which the estimate falls 
(i.e. upper or lower zone A, B, C, D, or E). Finally, if actual BG is lower than 
3.9mM or higher than 10mM, patients consider possible causes for their 
hypo- or hyperglycaemia, and record these. 

During the first week of BGAT, patients are taught how to use the Diary 
and EGA and why homework completion, including frequent Diary entries, 
is critical to success. They also list those symptoms they believe are reliable 
signals of hypo- and hyperglycaemia for ongoing evaluation of symptom 
beliefs. Beginning the second week, patients review and summarize the 
information contained in their Diary forms by following structured exercises 
to evaluate their use of cues and accuracy. Figure 7.5 shows a sample of the 
Summary Sheet used for this purpose. Briefly, patients identify the symp- 
toms and other cues that were recorded when clinically accurate estimates of 
hypo- and hyperglycaemia were made (A zones), as well as those cues that 
were present but disregarded when they failed to detect BG extremes (D 
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zones). They then identify those cues which misled them to think their BG 
was too low or high when it was actually in an acceptable range (C zones) or 
to think their BG was too low when it was actually too high, and vice versa 
(E zones). The Summary sheet is completed at the end of each week 
throughout the remainder of BGAT and can be done either individually 
before the weekly meeting or at the beginning of a group meeting. 

The next three weeks of BGAT focus on internal cues—physical symp- 
toms, neuroglycopenic symptoms and mood changes. Chapter 2 describes 
the physiological mechanisms underlying counter-regulatory symptoms and 
hyperglycaemic symptoms (e.g. fluid loss, build-up of ketones). Factors that 
can interfere with symptom occurrence and perception are also reviewed, 
including behavioural (alcohol or caffeine consumption), physiological 
(inadequate counter-regulation due to frequent low BG) and psychological 
(inattentiveness, denial) factors. Patients learn about the idiosyncracy of BG 
symptoms and the importance of identifying personally reliable ones. 
Homework includes listening to a ‘symptom awareness’ audiotape each 
day, which includes exercises to promote sensitivity to internal cues. 

Week 3 is devoted to neuroglycopenic symptoms, called ‘Performance 
Cues’ in BGAT. The primary goal is to increase patient sensitivity to the 
often-ignored, subtle and early signs of deterioration in mental and motor 
function due to mild hypoglycaemia. Patients learn to use self-tests to assess 
their own ability to function. These include ‘Formal self-tests’ (e.g. mental 
arithmetic, coin flipping) derived from tests which have been shown to 
deteriorate empirically with mild hypoglycaemia”. Patients also learn to use 
‘informal tests’ that involve monitoring their ability to perform routine daily 
tasks (e.g. following conversations, reading, counting money, typing, 
remembering phone numbers), as compared to their usual skill level. Since 
there are individual differences in which routine tasks are relevant, patients 
compile a list of informal self-tests they believe will be personally useful and 
assess these during the next week. For example, a restaurant server might 
find it useful to monitor his/her ability to keep track of several different food 
orders, while a carpenter might monitor coordination when using certain 
tools. Research has shown that mild hypoglycaemia tends to cause a slowing 
down of cognitive-motor performance, but not necessarily more errors in 
performance””**. For this reason, patients are taught to monitor how long 
it takes to perform tasks, as well as the degree of effort they have to expend 
to complete the task compared to their usual speed and difficulty in 
performing it. The effects of neuroglycopenia on driving ability are also 
described in Chapter 3, emphasizing that even mild hypoglycaemia may 
cause deficits in driving ability and the importance of avoiding driving when 
BG is lows, 

In Class 4, patients learn about the impact of extreme BG fluctuations on 
emotions and moods, and how to use these as internal cues. Mood changes 
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are often more difficult to recognize as signs of BG extremes, primarily 
because moods tend to be attributed to socio-environmental factors, includ- 
ing the actions of other people, rather than physiological status. Thus, 
patients are taught to monitor themselves for emotional over-reactions or 
times when their affective response seems to be ‘over-amplified’ compared to 
their typical response to a similar situation. Since mood state appears to 
change in a negative direction for most people, the impact these reactions can 
have on relationships and interpersonal interaction is also reviewed, with 
special emphasis on emotional reactions to others during hypoglycaemic 
episodes (e.g. refusing help with treatment from others). Exercises to identify 
personal problems with BG-related mood changes and to work on improv- 
ing communication with others about this issue are included in this chapter, 
and patients are encouraged to have their loved ones who participate in their 
diabetes care read this chapter of the manual. In response to patient requests, 
this chapter also includes a section on the effects of psychological stress on 
BG in type 1 diabetes. 

Internal cue training during the first 3 weeks of BGAT provides patients 
with skills and practice to recognize hypo- and hyperglycaemic symptoms 
and episodes when they occur. During the next 3 weeks, patients work on 
building skills at using external cues—insulin, time of day, food, and 
physical activity—to anticipate extreme BG fluctuations. External cues are 
unique in that they can help patients to predict the likelihood of future hypo- 
and hyperglycaemia, as well as to estimate current BG more accurately. A 
major goal of external cue training is to teach patients to recognize 
‘mismatches’ in the action of their insulin, food and physical activity on 
BG levels, which are the cause of most episodes of hypo- and hyperglycae- 
mia. To do this, patients first have to understand the impact of their personal 
diabetes regimen and routine self-care behaviours on daily BG fluctuations. 
In the insulin chapter, patients begin by learning about the kinetics (duration 
and intensity of action) of the different types of insulin they take. They then 
complete exercises with step-by-step guidelines for computing the start time, 
peak time, peak intensity of action, and end time for each of their daily 
insulin doses. Using this information, patients plot their own ‘insulin curves’ 
which graphically depict the action of their insulin throughout the day. 

Figure 7.6 shows a sample insulin curve from Chapter 5 of BGAT. The 
dotted lines represent rapid- or short-acting insulin and the dashed lines 
represent long- or intermediate-acting insulin. The time course of an insulin’s 
action is represented by placing an T at the time of injection (or basal rate 
change, or bolus for insulin pump users), a ‘S’ at the time the insulin starts 
working, a ‘P’ at the beginning and end of the insulin’s peak action period, 
and a ‘D’ at the end of the insulin’s duration of action. Curves are plotted in a 
downward direction toward peak intensity of action to reflect visually the 
BG-lowering effects of insulin throughout the day. One major goal of Class 5 
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Figure 7.6. Insulin curve 


is to help patients identify those times of the day or night when their BG is 
most likely to be too low or too high due to changes in the availability and 
intensity of insulin’s action. Patients also plot curves to determine the effects 
on daily BG fluctuations when they change the timing and/or amount of 
their insulin dose. Patients often find the insulin chapter to be the most 
challenging, because it requires mathematical computations and the plotting 
of insulin curves can seem complex initially. However, after BGAT, many 
patients rate this material as one of the most valuable components of 
training. 

In Chapter 6, patients learn about the impact of food on their BG and use 
carbohydrate counting to estimate the extent to which meals and snacks will 
increase glucose levels. Patients learn to monitor the fat content of their food, 
since high-fat foods can cause a significant increase in digestion time, which 
can dampen and/or delay BG increase. The implications of this for use of 
high-fat foods to treat hypoglycaemic episodes are emphasized; specifically, 
the danger of BG not increasing quickly enough. Patients plot the time course 
of their foods’ effects on BG levels using ‘food curves’ such as the example 
one shown in Figure 7.7. They also keep a carbohydrate diary for several 
days to assess the extent to which the carbohydrate content of their meals 
and snacks varies from day to day, then plot these changes on food curves to 
determine the expected impact on BG. After plotting food curves for several 
days, patients compare these to their insulin curves to identify mismatches in 
the timing or intensity of food and insulin action; for example, a difference in 
the time of peak action for insulin and food. This type of mismatch is 
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Figure 7.7. Food curve 


common, such as when pre-breakfast short-acting insulin peaks mid-morn- 
ing after the BG-raising effects of breakfast have ended, and no snack has 
been eaten. 

The last external cue chapter focuses on physical activity. The term 
‘physical activity’ is used instead of ‘exercise’ to emphasize the fact that 
any significant change in metabolic demand can alter BG. This includes 
unanticipated increases in activity during routine tasks (e.g. housework, 
gardening, child care, running errands, shovelling snow), as well as sched- 
uled physical exercise. These unanticipated, and often unnoticed, increases in 
routine activity are a common cause of hypoglycaemic episodes. Unnoticed 
decreases in activity can also be problematic, leading to hyperglycaemia if 
food intake remains the same. To increase awareness of physical activity, 
patients monitor the intensity of their daily activity levels, categorizing them 
as low, moderate or high in intensity. Patients learn to plot physical activity 
curves that graphically summarize changes in intensity throughout the day 
(see Figure 7.8). Curves are plotted for several days during the week to 
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Figure 7.8. Physical activity curve 
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determine the extent to which activity varies from day to day, and for 
weekdays and weekends when schedules and activity levels often change. 
To complete external cue training, patients compare their insulin, food and 
physical activity curves to identify mismatches in these three basic aspects of 
diabetes management. Throughout external cue training, patients engage in 
an ongoing evaluation of how self-care behaviours contribute to mismatches 
in insulin, food and activity, and how they can change their behaviour to 
produce better matches and thereby avoid predictable BG extremes. 

The purpose of the final chapter of BGAT is to provide patients with an 
opportunity to review what they have learned over the past weeks, receive 
positive reinforcement for completing training, and prepare to continue 
improving BG awareness on their own without the structure and support 
of the manual and weekly meetings. The chapter summarizes the most 
important didactic material from each chapter, and includes exercises 
requiring patients to reflect on what they have learned about themselves. 
Patients also review their Summary Sheet information from the past 7 weeks 
and evaluate their own symptoms, beliefs, accuracy and behavioural 
changes. 


BGAT—EARLY STUDIES 


While some aspects of BGAT have remained consistent over consecutive 
revisions (e.g. Awareness Diaries, weekly meetings), the intervention in its 
current form bears little resemblance to early versions. In the original 
version” (Study I) there was no structured manual or BG Awareness 
Diary. Patients recorded their symptoms, BG estimates, and actual BG 
measurements on paper, then reviewed and discussed these diaries in 
meetings held for 10 consecutive weeks. The goals for these meetings 
included identifying reliable and misleading symptom cues, as well as 
systematic biases in BG estimation (e.g. underestimating hyperglycaemia). 
A control group met for 10 weekly classes in stress management training. 
Pre-treatment and post-treatment accuracy of BG estimation was assessed in 
both an inpatient setting, where glucose levels were manipulated™, and at 
home. After BGAT, both hospital and home estimates showed a significant 
improvement, with an increase in A zone estimates and a decrease in D zone 
errors. However, home estimates were more accurate than hospital esti- 
mates, providing further evidence that external cues play an important role 
in BG awareness. The control group showed no change in A zone estimates 
from pre- to post-treatment, and an increase in clinically serious errors. 
The next BGAT study (Study I)? included only a treatment group and 
tested a revised version of BGAT which included a structured, six-chapter, 
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57-page manual and reduced the number of weekly meetings from 10 to six. 
The manual focused primarily on internal cues, with four chapters devoted 
to physical symptoms, mood changes, neuroglycopenic symptoms and 
perceptual changes, but one chapter was devoted exclusively to external 
cues. In addition, a structured Diary form was used to encourage more 
frequent and detailed entries. Again, pre- to post-treatment results showed 
an increase in clinically accurate estimates and a decrease in D zone errors. 
More patients showed improvements in accuracy (87%) in Study II as 
compared to Study I (70%), suggesting that the more structured training 
and increased emphasis on external cues enhanced BGAT’s efficacy. In both 
studies, there was no association between improvement in accuracy and 
demographic/clinical variables, such as age, gender, age of onset or duration 
of diabetes. The only variable that predicted improvement was pre-treatment 
accuracy, with those patients who showed poorer accuracy before training 
improving more. 

For the next two studies, BGAT was again revised by expanding the 
manual to seven chapters and 105 pages (BGAT-I) and increasing the number 
of weekly meetings to seven. BGAT-I also incorporated the EGA into 
training, allowing patients to evaluate their accuracy and errors in BG 
estimation on an ongoing basis. These studies utilized more sophisticated 
data procurement methods for pre- and post-treatment assessment in the 
home environment. Memory meters were used to determine SMBG 
frequency and patients carried pagers which ‘beeped’ on a random schedule 
four times/day for 10 days to prompt them to record estimated and actual 
BG level. The first study”® tested whether BGAT-I improved metabolic 
control and whether frequency/duration of SMBG predicted improvement 
in accuracy of glucose detection. A control group met for seven weekly 
sessions to discuss topics relevant to diabetes that did not overlap with 
BGAT- I material. As in earlier studies, BGAT increased clinically accurate 
estimates and reduced clinically significant errors, while the control group 
showed no improvements. AI scores were higher (mean = 60%) after BGAT-I 
compared to the previous version (mean = 53%), indicating that the revised 
intervention was more effective. In addition, glycosylated haemoglobin 
improved in the BGAT group, decreasing from 12.2% at recruitment to 
10.8% after training. SMBG history (frequency or duration) did not predict 
improvement but, as in the previous study, pre-treatment accuracy of BG 
estimation did, providing further evidence that BGAT is most beneficial for 
those patients who need it the most, i.e. those patients who were most 
inaccurate at baseline. Post-training accuracy and glycosylated haemoglobin 
measures were unrelated, indicating that improvement in BG detection does 
not necessarily lead to better metabolic control. 

The next study of BGAT-I used similar methods to assess the impact of a 
more intensive intervention, which included in vivo symptom discrimination 
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training prior to BGAT”’. Half of the BGAT patients underwent an inpatient 
training procedure, during which their BG was lowered (mean 
nadir = 2.7 mM), then raised (mean apex = 13.3 mM). Throughout this proce- 
dure, patients were asked to rate their symptoms, then estimate their current 
BG level, every 10 minutes. They were then given their actual BG measure- 
ment and asked to pay attention to any symptoms or other internal cues 
present. After this training procedure, these patients underwent BGAT-I. The 
remaining BGAT patients did not receive this intensive training procedure 
before the intervention. Both the intensive and standard training groups 
showed improvements in accuracy after BGAT-I (mean AI scores = 67% and 
56%, respectively), while the control group (who met for seven weekly 
diabetes discussions) showed no improvement (mean AI=36%). Both 
BGAT-I groups showed a decrease in undetected hyperglycaemia, and 
there was a trend toward a reduction in undetected hypoglycaemia. Table 
7.4 summarizes the improvements in accuracy found in both studies of 
BGAT-T°*?, 

However, in the second study of BGAT-I*”, only the intensive train- 
ing group showed an improvement in glycosylated haemoglobin with 
a decrease of 2.5%. Neither SMBG frequency or diabetes knowledge 
related to improvement in accuracy, but poorer baseline accuracy was 
again predictive of more improvement. Memory meter data demonstrated 
that frequency of SMBG did not decrease after BGAT, suggesting that 
patients did not become overconfident in their ability to recognize glucose 
extremes. 


Table 7.4. BGAT-I studies: summary of results 


Study AI scores (%) Undetected Undetected 
hyperglycaemia (%) hypoglycaemia (%) 


Cox et al., 1989 


BGAT 41 pre 18 pre 48 pre 
60 post 6 post 25 post 

Control 51 pre 8 pre 50 pre 
43 post 13 post 67 post 

Cox et al., 1991 

Standard BGAT 41 pre 19 pre 46 pre 
56 post 8 post 36 post 

Intensive BGAT 45 pre 13 pre 51 pre 
67 post 3 post 24 post 

Control 42 pre 12 pre 62 pre 


36 post 16 post 61 post 
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BGAT—RECENT STUDIES 


The above studies demonstrate clearly the efficacy of BGAT and also suggest 
that certain patients may be especially likely to benefit from the intervention, 
i.e. those patients who have more difficulty recognizing BG symptoms and 
other cues. To further enhance the efficacy of BGAT for this patient popula- 
tion, the next version (BGAT-II) made two significant changes: (a) the 
addition of three chapters devoted exclusively to external cues (insulin, 
food and physical activity) and (b) more structured training in the use of 
neuroglycopenic symptoms, including the use of self-tests to assess mental 
and motor function. The decision to increase the emphasis on external cues 
was based on our growing appreciation of their critical role in BG awareness, 
especially their potential value in helping patients to predict glucose 
extremes which should, in turn, lead to improved ability to avoid these. In 
addition, research from Spain’ had suggested that external cue training 
alone could improve ability to estimate BG. There were several reasons for 
deciding to expand training on neuroglycopenic cues to detect hypoglycae- 
mia, not the least of which were patients’ self-reports that they use this type 
of feedback frequently; for example, noticing incoordination when items 
were dropped, inability to remember familiar phone numbers, and difficulty 
reading the newspaper. Patients who have lost the ability to counter-regulate 
effectively are often still able to recognize hypoglycaemia during hospital 
testing, suggesting the use of neuroglycopenic cues~’*. Our research had 
also shown that performance of routine tasks can be disrupted by mild 
hypoglycaemia*°**. Subsequent research has shown that perception of 
personal impairments in task performance make a major contribution to 
the recognition of hypoglycaemia”. 

BGAT-II included a 132-page, seven-chapter manual that followed the 
format shown in Table 7.3 with the exception of no summary chapter. This 
revision introduced the use of graphic plots of insulin, food and physical 
activity curves to: (a) understand the impact of these factors on daily BG 
fluctuations; (b) identify times of day when risk for hypo- or hyperglycaemia 
is high; and (c) evaluate how well these aspects of diabetes management are 
matched throughout the day. The method for weekly review of BG Aware- 
ness Diaries was revised, providing a structured form and exercises to 
summarize information about cues and accuracy. BGAT-II also increased 
the amount of active interaction with manual material by incorporating more 
exercises, self-tests and case reports, as well as more structured homework 
assignments to facilitate practice and skill acquisition. 

To test BGAT-II*”, patients with reduced hypoglycaemic awareness (RHA) 
were compared to patients who were hypoglycaemic-aware (HA) in a 
repeated baseline design. This allowed us to assess whether BGAT would 
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benefit a patient population (RHA) who have significant deficits in ability to 
recognize hypoglycaemia. Patients were also tested at three different geogra- 
phical sites (University of Virginia, Vanderbilt University and Joslin Diabetes 
Institute, Boston) by four separate trainers to assess the generalizability of 
the intervention. Figure 7.9 shows the repeated baseline design of the study. 
Patients underwent assessment at study entry, after a 6-month baseline and 
just before entering BGAT, 1 month after BGAT, 6 months later, and 1 year 
post-treatment. At each assessment, patients used a handheld computer 
(Psion P-250) containing a programme which required them to enter symp- 
tom ratings, perform cognitive-motor tasks, rate their task impairment, 
record recent insulin, food and physical activity, estimate BG level, indicate 
whether they would drive or raise/lower their BG based on this estimate, 
then measure actual BG and enter that value. Four to six entries were made 
each day over a 3-4 week period for a total of 70 trials. Patients also 
completed a battery of psychosocial questionnaires (e.g. Diabetes Quality 
of Life, Fear of Hypoglycaemia, Beck Depression Inventory, and Dyadic 
Adjustment Scale) at assessments, and had blood drawn for glycosylated 
haemoglobin analysis. During the 6-month baseline period, patients 
recorded episodes of severe hypoglycaemia, as well as any automobile 
accidents or traffic violations, on a diary which was mailed in on a monthly 
basis. Patients again completed these monthly diaries after BGAT until 1 year 
follow-up. 

During the 6 month baseline period, there were no changes in estimation 
accuracy, BG profiles, metabolic control or psychosocial status. One month 
after BGAT-II, both HA and RHA patients showed significant improvements 
in accuracy, although the RHA group, who were significantly less accurate at 
baseline, showed the most improvement. While both groups reduced the 
number of undetected hyperglycaemic episodes, only RHA patients reduced 
the number of undetected hypoglycaemic episodes. Changes in BG profiles 
were assessed by computing the ‘Low BG Index’ and ‘High BG Index’, 
measures that reflect the frequency and severity of glucose fluctuations into 


Pre-treatment Treatment Post-treatment 


Baseline BGAT Follow-up 
Months Via 0-6 N He Se ee ee 


1 Monthly diaries 2 8 Weeks 3 Monthly diaries 4 Monthly diaries 


Assessment Assessment Assessment Assessment Assessment 


Assessments: Hand-held computer, HbA1, Psychosocial Questionnaire 


Monthly Diaries: Severe hypoglycaemia, motor vehicle violations, missed work days 


Figure 7.9. Repeated baseline design for study of BGAT-II 
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extreme levels*’, from the handheld computer data. A reduction in Low BG 
Index indicates that hypoglycaemic episodes have decreased in frequency 
and/or severity. After BGAT-II, the HA group showed a reduction in the 
Low BG Index, while the RHA group showed a reduction in the High BG 
Index. Thus, even though BGAT-II improved detection of hypoglycaemia, it 
did not appear to reduce the frequency and severity of low BG fluctuations 
in patients with RHA. The number of symptoms related to hypo- and 
hyperglycaemia did not increase after training, suggesting that patients 
were not identifying new symptoms but rather using pre-existing symptoms 
and external cues more effectively. Glycosylated haemoglobin did not 
change in either group. Importantly, there were no differences between the 
three different training sites, indicating that BGAT can be effectively general- 
ized to other patient populations, geographic regions and trainers. 

Even though BGAT-II improved detection of hypoglycaemia in RHA 
patients, its failure to decrease the frequency and severity of low BG 
excursions was somewhat disappointing. To address this problem, BGAT-II 
was revised to include training specifically targeted toward reducing the 
frequency of hypoglycaemia. This revision (BGAT-III) incorporated more 
information on the impact of frequent hypoglycaemia on counter-regulation 
and hormonal symptoms. Research was included that showed that avoidance 
of hypoglycaemia, even for only a few days to a week, can improve counter- 
regulation and strengthen symptoms*”””, and patients were given explicit 
instructions to try to reduce the frequency of SMBG readings <3.9mM. 
BGAT-III is currently being used by hundreds of patients in several different 
countries. However, only one controlled study testing its efficacy has been 
published”. Researchers at the Joslin Diabetes Center at Harvard University 
assessed BGAT in patients undergoing intensive insulin therapy to improve 
diabetes control which, as shown by the DCCT and subsequent studies, 
greatly increases the risk for severe hypoglycaemia”, presumably because 
the increase in frequency of low BG impairs counter-regulation. These 
researchers tested whether BGAT would reduce this risk. After intensive 
therapy training, half of the patients were assigned to BGAT-III and the other 
half were assigned to a control group who attended a class on cholesterol 
awareness. Before intensive therapy training and after BGAT, patients under- 
went a hypoglycaemic clamp study to assess symptoms, counter-regulation 
and ability to detect extreme BGs, then used the handheld computer for 70 
home trials to assess symptoms, accuracy and glucose profiles. 

The results of this study are exciting, albeit somewhat mixed. As expected, 
intensive insulin therapy improved metabolic control in both the BGAT and 
control groups. However, the frequency of low BG readings also increased 
equally in both groups, indicating that BGAT-III did not reduce this 
risk factor for severe hypoglycaemia. In terms of ability to recognize 
hypoglycaemia, BGAT patients did not show an improvement in accuracy 
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compared to the control group during inpatient testing. However, when 
hand-held computer data were analysed, BGAT patients showed the 
expected improvements in detection of low glucose levels and had fewer 
undetected low BG readings than control patients. Perhaps most impor- 
tantly, this study yielded the first evidence that BGAT can have an impact on 
physiologic response. Even though intensive insulin therapy improved 
metabolic control and increased frequency of low BG, BGAT patients did 
not show the expected reduction in epinephrine response to hypoglycaemia. 
In contrast, control patients showed the well-documented decrease and 
delay in counter-regulation. Because BGAT did not improve ability to 
reduce the frequency of low BG readings, the mechanism by which coun- 
ter-regulatory integrity was preserved is unclear. Nonetheless, this study 
provides intriguing preliminary evidence that BGAT, through some indirect 
mechanism, can maintain the efficiency of hormonal counter-regulation 
during intensive therapy. 

Another question of recent interest is the long-term effects of BGAT. In 
other words, do the benefits of BG persist over time? To test this question™, 
we recruited 28 BGAT patients and 12 control group patients from the first 
study” an average of 4.9 years after their original participation. Half of the 
BGAT group received ‘booster training’, which involved keeping BG Aware- 
ness Diaries for 2 weeks prior to assessment of accuracy. The remaining 
BGAT patients, as well as the control group, received no booster training 
before accuracy assessment. Patients also had blood drawn for glycosylated 
haemoglobin measurement, and filled out a questionnaire asking them how 
many days of work they had missed due to hypoglycaemia or DKA, as well 
as how many automobile accidents they had had since their participation in 
the original study. BGAT + booster patients demonstrated significantly more 
accuracy in BG detection than either the BGAT+ no booster or control 
patients, and BGAT + no booster showed a trend toward better accuracy 
than control patients. There were no group differences in lost work days, but 
BGAT patients reported significantly fewer automobile accidents than 
control patients. Only 15% of BGAT patients reported accidents, while 42% 
of control patients reported one or more. There were no differences in 
metabolic control. 

More recently, we have analysed follow-up data from the multi-center 
study of BGAT-II reported previously“? (see Figure 7.9)*, which offers the 
most comprehensive evaluation of long-term effects to date, with hand-held 
computer assessments, prospective monthly diaries, and psychosocial 
measures 1 month, 6 months, and 1 year following training. Table 7.5 
summarizes these results, which we find quite encouraging. Improvements 
in ability to estimate BG were maintained across the year for both HA and 


*Manuscript in preparation. 
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Table 7.5. BGAT II: 1-year follow-up results 


Improvements Improvements No 
maintained not maintained improvement 
Accuracy AI score High BG detection 


Increased A zone estimates 
Decreased D zone estimates 
Low BG detection 
Decision making To treat when actual To treat when estimated 
BG <70 BG is <70 
Not to drive when actual BG 
is <70 
Not to drive when estimated 
BG <70 
Risk factors High BG risk index Low BG risk index 
Number of severe Daytime severe 
hypoglycaemia episodes hypoglycaemia 
Number of nocturnal 
hypoglycaemia episodes 
Number of automobile 


violations 
Psychosocial Diabetes quality of life Dyadic adjustment scale 
Diabetes knowledge Beck Depression Inventory 


Metabolic Glycosylated haemoglobin 


RHA patients on nearly every measurement of accuracy—AI scores, A zone 
estimates, D zone estimates, and percentage low BG episodes detected. 
Improvements in detection of high BG, however, were not maintained. 
BGAT did not reduce the Low BG Index; however, there were significant 
decreases in severe hypoglycaemia, nocturnal hypoglycaemia, and traffic 
violations after intervention. One perplexing finding, for which we have no 
explanation, was a decrease in the number of symptoms related to hypogly- 
caemia over time. 

This study also provides the first evidence that BGAT has beneficial effects 
on decision-making and judgement. Hand-held computer data showed that 
decisions to self-treat actual BG levels < 3.9 mM increased in frequency, as 
did decisions not to drive when BG was low. RHA and HA patients differed, 
however, in changes in decision-making when BG was believed to be low 
(estimated BG <3.9m™M). Decisions to self-treat when BG was estimated to 
be low increased in RHA patients but decreased in HA patients. This may 
reflect increased awareness in RHA patients that, whenever they feel 
symptoms, they are likely to be quite hypoglycaemic and in need of 
immediate treatment. In contrast, HA patients may learn that they cannot 
always trust subjective estimations of BG and, consequently, that they need 
to verify these with SMBG before taking action. The frequency of decisions 
not to drive when BG was believed to be low increased in HA patients but, 
unfortunately, did not change in RHA patients. 
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Taken together, these studies provide encouraging evidence that BGAT has 
benefits beyond simply improving BG detection, such as improvements in 
decision-making and reduced risk for severe hypoglycaemia and motor 
vehicle violations, and that many of these benefits are maintained over 
time, although some sort of booster training may be needed to preserve them 
over several years. Furthermore, these studies provide preliminary evidence 
that BGAT may improve counter-regulation and reduce the risk of severe 
hypoglycaemia without jeopardizing metabolic control. However, there 
remains ‘room for improvement’ to optimize the effects of this intervention. 
As yet, we have not been able to reduce the frequency of low BG excursions, 
a major risk factor for future severe hypoglycaemia, or the frequency of 
daytime episodes of severe hypoglycaemia. The frequency of low BG and 
severe hypoglycaemia depends, in large part, on the decisions patients make 
and the actions they take to manage their diabetes. For example, deciding to 
delay a meal can precipitate low BG, while deciding to delay treatment of 
low BG can lead to severe hypoglycaemia. Even though BGAT reduced risky 
decisions about treatment and driving when patients knew they were 
hypoglycaemic, RHA patients did not become less willing to drive when 
they believed their BG might be low. Unfortunately, the handheld computer 
program used in these studies did not assess whether or not patients planned 
to measure their BG to verify their subjectively perceived hypoglycaemia. 
This methodological limitation, which has been corrected in our current 
research, restricted our ability to make definitive conclusions about self- 
treatment decisions when BG is believed to be low. Nonetheless, these 
findings provide empirical evidence that decision-making and behavioural 
response play an important role in reducing the risk of hypoglycaemia and 
its negative consequences, and that these areas may be important targets for 
future intervention. 


IMPLICATIONS AND FUTURE DIRECTIONS 


Given the solid body of empirical evidence that BGAT is effective, the next 
important question from a clinical perspective is: what types of patients 
should be considered for this intervention? The specific effects demonstrated 
in studies of BGAT suggest that several patient groups are most likely to 
benefit, which are shown in Table 7.6. For example, BGAT improves detec- 
tion of low BG, reduces the frequency of severe hypoglycaemia, and may 
preserve the integrity of hormonal counter-regulation after the implementa- 
tion of intensive insulin therapy. Therefore, it should be considered for 
patients who have reduced hypoglycaemic awareness, are using intensive 
insulin therapy, and have a history of recurrent severe hypoglycaemia. Since 
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Table 7.6. Patient groups likely to benefit 
from BGAT 


Poor ability to recognize/predict BG extremes 
Using intensive insulin therapy 

Reduced hypoglycaemic awareness 

History of recurrent severe hypoglycaemia 
High fear of hypoglycaemia 

Recurrent DKA 

Poor metabolic control 


there is some evidence that BGAT can reduce emotional fear of hypoglycae- 
mia, patients with a history of traumatic experiences related to low BG or 
high levels of anxiety about their ability to cope with hypoglycaemia may 
benefit. BGATs potential effects on hyperglycaemia detection, frequency and 
severity of high BG excursions and metabolic control also suggest that it may 
be useful for patients with poor diabetes control. Finally, BGAT studies have 
repeatedly shown that those patients who are very poor at estimating 
glucose levels can benefit greatly. Therefore, it should be useful for patients 
who are frequently ‘surprised’ to find out that their BG is far too low or high, 
or who are unaware of the extreme range of their glucose fluctuations. 

There are also patient groups who are not likely to be good candidates. 
BGAT requires a large investment of time and effort (e.g. daily Diary entries, 
homework exercises) and patients who are not highly and intrinsically 
motivated will have difficulty completing the intervention. Patients who 
are unwilling to self-test their BG several times daily are also likely to be 
unsuccessful, since this is necessary to obtain the systematic feedback from 
diary entries which are integral to training. Even though BGAT can teach 
patients a great deal about diabetes and improves knowledge, it should not 
be considered as a form of or replacement for general diabetes education. In 
fact, only patients who already have a good foundation of knowledge about 
their illness and its treatment should be considered. For this reason, we do 
not recommend it be used with newly-diagnosed patients who are strug- 
gling to assimilate all the information they need to manage diabetes on a 
daily basis. Finally, even though BGAT contains elements of cognitive- 
behavioural therapy, it should not be considered a substitute for psycholo- 
gical intervention for patients who are having significant difficulty with 
emotional and/or behavioural adjustment to diabetes. 

The research suggests that BGAT would be beneficial for other patient 
groups but, unfortunately, the intervention has not yet been modified for 
appropriate use with these. For example, children with type 1 diabetes and 
their parents show very poor BG detection and a tendency to make a high 
rate of errors, with potentially dangerous clinical implications, such as 
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mistaking hyperglycaemic symptoms for hypoglycaemia*’. Our hope is to 
adapt and test BGAT for children and their parents in the near future. The 
current version of BGAT also needs to be revised and tested with adolescent 
populations. One previous study“? tested an intervention similar to BGAT 
with adolescents in an inpatient setting using three sessions for training. 
Accuracy of BG detection improved significantly, with AI scores increasing 
from 7% before training to 30% afterwards, but we would expect to see more 
improvement with the more intensive intervention provided by BGAT. A 
related, ongoing effort is to simplify BGAT; for example, by lowering the 
required reading level and reducing patient effort. However, the impact of 
such alterations on training benefits must also be assessed carefully. Finally, 
although BGAT has been translated into several other languages and is being 
employed in studies around the world, we do not yet have data to 
demonstrate that it is effective in other cultures. 

Another important future direction is to improve BGAT’s ability to reduce 
the risk of severe hypoglycaemia in patient groups who are vulnerable to this 
dangerous condition. Severe hypoglycaemia appears to a recurrent problem 
for a highly specific group, with the majority of episodes occurring in a small 
percentage of patients. While there are no studies to document it, we would 
expect that this subset of patients are also those at highest risk for accident, 
injury and even death due to hypoglycaemia. To increase BGATs effective- 
ness for this population, we have recently developed a new intervention, 
Hypoglycaemia Anticipation, Awareness and Treatment Training (HAATT), 
specifically designed to reduce risk factors for severe hypoglycaemia. The 
content and goals of HAATT are derived both from BGAT and a biopsycho- 
behavioural model of the occurrence of severe hypoglycaemia”’. 

Figure 7.10 presents a simplified version of the biopsychobehavioural 
model*, showing that it extends beyond self-regulation via symptom aware- 
ness and BG detection to incorporate processes of decision making and self- 
treatment behaviour. At every step of the model, the risk that severe 
hypoglycaemia will occur can increase or decrease. For example, precursor 
self-care behaviours (Step 1) either increase or decrease the probability that 
insulin levels will be too high relative to recent food intake and physical 
activity. Thus, precursors determine the likelihood of low BG, a necessary 
prerequisite to severe hypoglycaemia (Step 2). If low BG occurs, the person 
may or may not react physiologically with hormonal counter-regulation and 
neuroglycopenia (Step 3). Even if counter-regulation and/or neuroglycope- 
nia occur, the person may or may not be aware of the symptoms caused by 


*In reality, this is a non-linear model of transitional probabilities, with numerous possible pathways and 
outcomes that lead to the avoidance or occurrence of severe hypoglycaemia. However, for the purposes of 
understanding its relevance to the structure and content of HAATT, a simplified linear version is presented 
here. 
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Figure 7.10. Biopsychobehavioural model of severe hypoglycaemia 


these physiological changes (Step 4). If symptoms are perceived, they may or 
may not be attributed to low BG, leading to accurate detection (Step 5). Also, 
even if low BG is detected, the person may or may not make appropriate 
decisions (Step 6); for example, he/she may decide that treatment is not 
needed or can be delayed. Finally, even if a decision to treat is made, the 
person may or may not follow through behaviourally (Step 7); for example, 
an appropriate food or drink to raise BG may not be immediately available. 

The structure and content of HAATTs seven-chapter training manual 
follows this model. Three chapters are devoted to precursor self-care 
behaviours (insulin, food, physical activity) that lead to hypoglycaemia. In 
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addition to identifying personal self-care behaviours that increase the risk of 
low BG, patients learn to use these components of diabetes management as 
external cues to current glucose levels as in BGAT. The next chapter is 
devoted to symptoms caused by counter-regulation and neuroglycopenia, as 
well as changes in mood related to low BG. Unlike BGAT, HAATT reviews 
the impact of these mood changes on behaviour and interpersonal relation- 
ships in detail, provides self-assessments for determining whether this is a 
personal problem area, and encourages patients to have their loved ones 
read this chapter to improve communication. Like BGAT, HAATT includes 
self-tests for impairment in mental/motor function and encourages increased 
attention to neuroglycopenic symptoms. 

The next chapter is devoted to improving decision making and treatment 
of hypoglycaemia when it cannot be avoided. Self-assessments to identify 
personally risky attitudes and behaviours are included, with exercises to 
help alter these risk factors. Self-inquiries are provided to address the fears, 
beliefs and other feelings underlying these risky attitudes and behaviours. 
This chapter emphasizes the negative impact of neuroglycopenia on judge- 
ment and behaviour, including the effects of mental confusion on ability to 
recognize hypoglycaemia and willingness to accept assistance with treat- 
ment. Overall, the format of the manual and basic learning tools of HAATT 
are very similar to BGAT, with the use of diaries, interactive exercises, 
graphic plots of insulin, food and physical activity, and homework assign- 
ments. There is much more emphasis, however, on understanding and 
identifying personal risk factors, as well as training in problem-solving 
and coping skills to reduce these risks. Currently, we are testing the efficacy 
of HAATT in patients who have a history of recurrent severe hypoglycaemia 
in a controlled, multi-site study to determine whether or not it decreases the 
frequency of future episodes and related risk factors. 

Clearly, BGAT has many implications for future directions in clinical 
application and research in patients with diabetes. As stated in the introduc- 
tion, we do not consider BGAT to be a finished product. In fact, it requires 
almost constant revision to incorporate new research findings and training 
methods that are relevant to BGATs goals. More research is needed to 
understand the mechanisms of BGATs efficacy, its differential benefits 
across patient groups, and the exciting possibility that it may preserve the 
integrity of counter-regulatory hormonal response and symptoms without 
jeopardizing tight metabolic control. Just as importantly, BGAT needs to be 
adapted for younger type 1 populations and their care givers. Although 
research shows that BGAT can provide a wide range of benefits across many 
patient groups, one of its most important positive features may be the ability 
to evolve and accommodate discrete patient populations and problems in 
diabetes management. For this reason, BGAT may best be viewed as a 
‘parent’ intervention, with well-documented efficacy and general clinical 
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utility, but also the capacity to generate ‘offspring’ interventions designed 
specifically to target particular patients groups and outcome goals. BGAT 
stands as an example of both the effort required to develop and evaluate 
effective psycho-educational interventions for diabetes and the enormous 
benefits that can be reaped from such an effort. On a broader level, this body 
of research serves as an example of the concrete relevance and application of 
psychological theories and methods to the treatment of chronic illnesses. 
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INTRODUCTION 


While the benefits of intensive therapy and the importance of self-manage- 
ment in the treatment of diabetes are well established, it is clear that 
adhering to every aspect of the treatment regimen is hard for most, if not 
all, patients’. 

In the past decades, there has been a growing interest in the role of 
cognitive and motivational factors as determinants of self-management 
behaviour. Several social-cognitive models have been developed, of which 
the stress-coping model by Lazarus and Folkman’ is a widespread example, 
that describes the way people cope with stressors in general. In this model, 
behavioural and emotional coping with a stressor (e.g. the demands of a 
chronic disease) are largely determined by evaluations of the personal 
meaning of these demands (e.g. how much of a threat is this to other 
important lifegoals) and an appraisal of one’s own capacities to meet these 
demands (coping capacities). Other models are specifically developed to 
explain health-related behaviour, of which the Health Belief Model (HBM)*” 
is the best known. The HBM is explained in more detail by Doherty and 
colleagues (this volume). Such models take into account beliefs patients hold 
about themselves, about the disease and about the treatment regimen. These 
beliefs include, for example: ‘self-efficacy’®, the belief that one is capable of 
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successfully performing the required behaviour, and ‘locus of control” or 
‘perceived control’?°, the degree to which people believe their lives are 
under their own control; beliefs about the disease and its treatment, includ- 
ing beliefs about benefits of and barriers to treatment, vulnerability to and 
severity of complications derived from the HBM; ‘personal models’ of 
diabetes!"!7, including beliefs about cause, symptoms, course and conse- 
quences of the disease; and beliefs about the effectiveness of treatment. 

It is assumed that people are most likely to follow self-care recommenda- 
tions when they believe: (a) that they are vulnerable and susceptible to chronic 
or acute complications; (b) that these complications will have a serious 
negative impact on their lives; (c) that following recommendations will be 
beneficial in reducing the threat or severity of diabetes and its complications; 
(d) that psychological costs or barriers associated with the treatment are 
outweighed by its benefits; (e) that they are capable of performing the 
required behaviour'?; and that their own behaviour is responsible for their 
health, instead of others’ behaviour (e.g. the doctor’s) or luck or fate’, 

Studies into the relationship between health beliefs, on the one hand, and 
adherence to self-care recommendations in people with diabetes, on the 
other, have yielded varied results. In a number of studies, beliefs related to 
disease and treatment have been found to be associated with adherence’* *°, 
glycaemic control??? or both?® °°, Believing that one is capable of perform- 
ing the behaviours required by the regimen, and that these behaviours are 
responsible for health-outcomes, are also positively associated with adher- 
ence to treatment recommendations?! > and glycaemic control? Other 
studies however, have found no association between health beliefs and 
treatment outcome, or have found associations that appear counterintuitive. 
Brownlee-Duffeck and associates’? found, for example, that greater 
perceived susceptibility was positively related to poorer control. 

The varying results and sometimes unexpected directions of associations 
between health beliefs and behaviour are partly due to methodological 
inconsistencies. Samples are often small and non-random, most studies are 
retrospective in nature, and concepts have been operationalized and applied 
differently across studies. Furthermore, the psychometric properties of the 
questionnaires used are not always well-established, and generic as well as 
diabetes-specific instruments are applied. As McNabb"! and others have 
demonstrated, adherence is a complex construct and difficult to assess. A 
specific problem when measuring patients’ beliefs stems from the dynamic 
inter-relationships between beliefs and outcomes, with beliefs influencing 
outcomes and vice versa. Feelings of vulnerability, for example, may give 
rise to improvement of glycaemic control, which might in turn result in 
reduced feelings of vulnerability*”. 

What becomes clear, however, is that thoughts people hold about their 
disease, their expectancies of the treatment regimen and self-efficacy strongly 
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influence their intention to engage in self-management activities. A major 
difference with psychological trait variables, such as intelligence and person- 
ality, is that these beliefs are not static and universal but rather dynamic and 
susceptible to change”. This implies that self-management, and ultimately 
glycaemic control, could be enhanced by altering dysfunctional beliefs. This 
is in line with Lazarus™, one of the founders of the stress-coping model, who 
states that cognitive evaluations and appraisals especially are important 
starting points in altering coping behaviour. 


COGNITIVE-BEHAVIOURAL THERAPY 


A clinical model that is used in psychotherapy to modify cognitions (the way 
a person interprets events), was developed by A.T. Beck, the founder of 
cognitive-behavioural therapy. This model can be helpful in understanding 
and modifying the beliefs of people with diabetes. 

Cognitive therapy, originally developed to treat depression“ and anxi- 
ety*®, has been successfully applied to a wide array of psychological 
problems, ranging from personality disorders to eating disorders and 
substance abuse’. Cognitive therapy is described as: 


...an active, directive, time-limited, structured approach. ..based on an under- 
lying theoretical rationale that an individual's affect and behaviour are largely 
determined by the way in which he structures the world. His cognitions (verbal 
or pictorial ‘events’ in his stream of consciousness) are based on attitudes or 
assumptions (schemas), developed from previous experiences.” 


In other words, central to cognitive therapy is the assumption that behaviour 
and emotions are in constant interaction with cognitions. These cognitions or 
beliefs may be inaccurate, leading to excessive emotional reactions and a 
failure to cope effectively. The aim of cognitive therapy is to help patients 
identify their dysfunctional cognitions, test them against reality and alter 
them, thereby modifying emotional disturbances and improving coping 
behaviour. 

The assignment of meanings, explanations and expectations to internal 
and external events is thought to be accounted for by ‘cognitive schemata’, 
also called ‘core beliefs’ or ‘automatic thoughts’. Core beliefs are highly 
individual, are formed by past experiences, and are activated by particular 
events within or outside the person’®. When underlying cognitive schemata 
are mainly negative in content, the processing of incoming information will 
be distorted, resulting in unpleasant, maladaptive feelings and behaviour. 
Depressed patients, for example, often show a characteristic cognitive 
pattern, consisting of a negative view of themselves, the future and the 


210 Psychology in Diabetes Care 


world surrounding them. This can result in feelings of inadequacy, worth- 
lessness and blame directed at oneself, hopelessness and apathy with regard 
to the future and a world that is unjust and excessively demanding. 

Cognitive techniques used in CBT to help patients alter these negative 
automatic thoughts involve monitoring negative automatic thoughts and 
recognizing the interactions between cognition, affect and behaviour. The 
patient is invited to examine the evidence for his/her automatic thoughts 
and to substitute distorted cognitions with more realistic ones. In effect, 
patients learn to identify and alter the underlying beliefs which lead them to 
think in a distorted way’. 

A therapeutic approach that is closely related to the work of Beck and 
stems from the same period, is rational-emotive therapy (RET), developed by 
Albert Ellis. Identical to CBT, Ellis states that thinking, feeling and acting are 
in constant interaction. One of the statements most central to Ellis’s work is 
the phrase by the ancient Greek, Epictetus”: ‘People are disturbed not by 
things, but by the views they take of them’. Dysfunctional beliefs in RET are 
termed ‘irrational beliefs’ and can, according to Ellis, be classified in three 
main categories: (a) demandingness towards the self (‘I must, under all 
circumstances, perform well and have the approval of others; if not, that is 
awful and makes me an incompetent and unworthy person’); (b) demand- 
ingness towards others (‘You must treat me nicely, otherwise it is terrible and 
you are bad, unworthy people!’); and (c) demandingness towards the world 
(‘The conditions under which I live must at all times be easy and enjoyable; if 
not, I can’t stand it and life isn’t worth living”). Obviously, these beliefs can 
result in a variety of negative emotional states, including anxiety, self-hatred, 
anger, depression and dysfunctional behaviours such as procrastination, 
withdrawal, phobias and addictions”. RET has been applied to a wide 
variety of emotional and behavioural problems, and although there are 
various theoretical and philosophical differences between the two 
approaches, RET and CBT are not that different in clinical practice. An 
element important to note is the ‘ABC Model’ that is used in RET to identify 
and challenge irrational beliefs. This model is further explained in the section 
on content of CBGT. 


COGNITIVE-BEHAVIOURAL THERAPY IN DIABETES AND OTHER 
SOMATIC DISORDERS 


As CBT and RET have become well-established in the treatment of psycho- 
logical disorders, their application has widened to the treatment of patients 
with various medical conditions. Information on the effect of psychosocial 
interventions in diabetes is meager, and often lacks systematic, quantitative 
evaluation". Interventions that are described in the literature can be cate- 
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gorized either as psychotherapy, support groups or coping-oriented groups. 
To our knowledge there are no reports on cognitive-behavioural group 
interventions that are studied in a controlled randomized design. 

Studies on the use of cognitive techniques in individual psychotherapy in 
diabetes include a study in which the effects of individual cognitive analytic 
therapy (CAT) are compared to diabetes education”. Glycaemic control 
improved in both conditions, but improvements were maintained in the 
longer term in the CAT group only. In addition, patients receiving CAT 
experienced fewer interpersonal difficulties in the longer term. To date, the 
only experience with CBT directed specifically at adults with diabetes is a 
randomized, controlled trial on the efficacy of CBT for type 2 patients 
suffering from depression”. In this study, the effects of CBT were compared 
to the effects of no specific antidepressant treatment in patients receiving 
diabetes education. Ten individual sessions of CBT proved to be an effective 
treatment for depression (85% of the treated patients achieved remission, 
compared with 27.3% of the controls). There were no direct effects on 
glycaemic control, but improvements were seen in the CBT group at 6 
month follow-up. The prognosis for recovery was worse when complications 
of diabetes were present and when compliance with blood glucose monitor- 
ing was poorer™. The majority of patients with diabetes, however, do not 
suffer from depression, although affective disorders appear to be more 
prevalent than in the general population”. 

Many patients do have difficulty coping with the diabetes regimen. 
Various group interventions have been described, aimed at helping patients 
to cope more effectively with their diabetes. These coping-oriented group 
interventions typically consist of problem-solving and/or social skills train- 
ing. The short and structured nature of these interventions seems to have 
positive effects on attendance” and assertiveness”. Uncontrolled studies 
with adolescents found increases in assertiveness”? and problem-focused 
coping”. In controlled studies, a trend was found towards reduced depres- 
sion, increased self-esteem and a greater use of emotion-focused coping™, 
improved glycaemic control°!, improved coping abilities®?, and a reduction 
of diabetes-specific distress’. In two recent studies, a coping skills training 
(CST)™ and a behavioural programme to improve adherence and stress 
management® were compared to standard medical care. Both interventions 
had positive effects on emotional well-being, which were maintained at 
follow-up. In participants of CST, glycaemic control also improved. 

Beneficial effects of coping-oriented group interventions were demon- 
strated in adults, including improvements in self-reported compliance and 
self-confidence. The number of participants in this study was, however, 
very small and there was no formal evaluation. A behavioural group 
programme developed by Zettler and colleagues”, teaching participants 
strategies to cope with complications, was aimed at reducing anxiety and 
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avoidance behaviour, encouraging adherence, and preparing patients with 
type 1 diabetes for crises. Analysis of dysfunctional health beliefs was used 
as a cognitive strategy. The intervention resulted in a reduction of fear and an 
enhanced acceptance of the disease. Rubin and colleagues® added two 
sessions of diabetes-specific coping skills training, focusing on attitudes 
and beliefs underlying self-care, to an outpatient education programme. 
This training, containing cognitive-behavioural elements, resulted in an 
improvement of emotional well-being and HbA1c, an increase in SMBG, 
and a decrease of bingeing 6 months after the intervention. Positive effects on 
self-esteem, anxiety, diabetes knowledge and self-efficacy were maintained 
at 12 months follow-up”. In a study by Anderson et al.”°, the effects of a six- 
session patient empowerment programme were evaluated in a randomized, 
waiting list-controlled trial. The aim of the programme was to improve goal 
setting, problem-solving skills, emotional coping, stress management, 
obtaining social support and motivation. The intervention resulted in 
improvements in self-efficacy in these domains and reduced HbA1c. 

Ina review of cognitive approaches in various somatic disorders, Emmelk- 
amp and Van Oppen” found that though the relative contribution of 
cognitive therapy varies, positive effects are well established. In controlled 
studies, positive effects were found for patients with chronic pain, which 
were maintained at follow-up. Cognitive-based interventions also proved 
effective in the treatment of tension headaches. Reduction of emotional 
distress following cognitive programmes has been reported in HIV-seropo- 
sitive men and patients with various forms of cancer. Applied to self- 
management training in patients with asthma, cognitive therapy resulted 
in improved coping behaviour, increased compliance to medication and less 
preoccupation with the disease in daily life. Patients with irritable bowel 
syndrome experienced a reduction of symptoms. The evidence for effects on 
risk factors for cardiovascular disorders (e.g. hypertension, components of 
type A behaviour, smoking) and on weight loss in obese patients remains 
inconclusive. In the treatment of bulimia, however, substantial changes in 
bingeing and vomiting and improvements in psychosocial problems are 
reported. 

More recent randomized controlled trials of cognitive-behavioural-based 
group interventions continue to show encouraging results that vary for 
different somatic conditions and different groups of patients. For patients 
with chronic pain, beneficial effects are found”. Positive effects of a 
behavioural programme were magnified by adding a cognitive compo- 
nent”*. For patients with fibromyalgia, this was not the case”, possibly 
due to poor compliance and difficulty of the programme’”®. In patients with 
cancer, a cognitive approach led to decreased pain”, reduced distress and 
improved psychosocial functioning”. In HlV-seropositive patients, 
improved cognitive coping and social support seemed related to enhanced 
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psychological well-being and quality of life”. Two studies show a reduction 
of symptoms in patients with irritable bowel syndrome, and a reduction of 
signs of depression®”*". In patients with rheumatoid arthritis, a decrease in 
pain, emotional distress and disease activity eventually resulted in a reduc- 
tion of clinic visits and hospitalization. Only minor changes in coping 
behaviour were found, possibly due to the progressive status of the illness**. 
In several studies, beneficial effects were maintained at long-term follow- 
u 5 

tN can conclude that the application of cognitive approaches in diabetes 
and other somatic disorders show promising results. Additional advantages 
of CBGT-based programmes are that these interventions can be delivered by 
professionals with varying backgrounds (including psychologists, diabetes 
educators/nurse specialists, doctors and social workers), are relatively short 
and can be transferred to other centres. In the next section, the content and 
effects will be discussed of a group intervention based on cognitive-beha- 
vioural therapy that was developed and evaluated at our centre. 


COGNITIVE-BEHAVIOURAL GROUP TRAINING (CBGT) 
INTRODUCTION 


Cognitive-Behavioural group training (CBGT) is a psycho-educational inter- 
vention developed by Snoek and colleagues?” at the Vrije Universiteit 
Hospital, Amsterdam, in collaboration with Jacobson and associates at the 
Joslin Diabetes Center, Boston. CBGT was designed to be delivered in an 
outpatient setting, by a team of a diabetes nurse specialist and a psycholo- 
gist. The overall goal of CBGT is to help patients to cope more effectively 
with their diabetes regimen, in order to improve glycaemic control, without 
compromising, and possibly enhancing, psychological well-being. CBGT is 
based on principles from cognitive-behavioural therapy (CBT) and rational 
emotive therapy (RET). Several cognitive and behavioural techniques (cogni- 
tive restructuring, stress-management, cueing) are used to help patients to 
diminish diabetes-related distress, to reduce perceived barriers to various 
aspects of self-management and to enhance coping skills. This should result 
in improved self-care behaviour and consequently in improved glycaemic 
control. 

Rubin, Walen and Ellis®® describe that in diabetes, apart from the regimen 
being demanding, unpleasant and having negative side-effects, a major 
reason for low adherence is the pessimistic belief that ‘trying hard does 
not work’. Multiple failures to control the diabetes can give rise to feelings of 
frustration, hopelessness and anger. Feelings of guilt can develop from the 
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patient’s belief that he/she must have done something wrong. Such feelings of 
distress foster a negative attitude towards diabetes and self-care, encoura- 
ging people to ‘let it all go’ instead of keeping up the effort, thereby 
reinforcing the negative cycle of negative emotions leading to poor manage- 
ment and control, giving rise to even more negative feelings. 

This view is in line with the cognitive model: past experiences with 
diabetes may give rise to cognitive distortions that colour present events. 
When these past experiences have been mainly negative, events in the 
present will easily trigger negative automatic thoughts that, in turn, result 
in unpleasant feelings towards diabetes and inadequate self-management. 
Examples of cognitive distortions that might occur in people with diabetes 
are: the belief that blood glucose levels depend on ‘chance’ and are beyond 
personal control; the belief that sticking to the treatment will have no 
positive effects on blood glucose levels or future complications; the convic- 
tion that one is not capable of meeting all the demands imposed by the 
regimen. Such beliefs can easily lead to unpleasant emotions and poor self- 
management. 

CBGT is designed to deal with a broad range of problems, addressing 
various themes. To evaluate which patients benefit most, what problems are 
best resolved and what the effects of CBGT are in the longer term, this 
intervention was piloted in a 2-year study. In the following sections, 
formative and summative evaluations of four CBGT groups that took part 


in this study are described, preceded by an outline of the intervention®’. 


FORMAT AND CONTENT OF THE TRAINING 


CBGT comprises four consecutive weekly meetings of 2 hours, and is 
delivered in small groups of five to eight participants, by a psychologist 
and diabetes educator. During sessions, coffee, tea and snacks are available at 
no charge. A CBGT trainer’s manual has been developed, and a set of 
brochures that are handed out the week prior to each class. Four themes 
are addressed in four sessions: (a) the way cognitions affect emotions and 
behaviour—developing a different view on diabetes and self-care; (b) stress 
and metabolic control—ways to cope with stressful situations; (c) diabetes, 
complications and the future—ways to cope with worries and insecurity; and 
(d) diabetes and social relationships—ways to obtain support from your 
environment. The content of the four sessions is summarized below. 


Session 1: a cognitive-behavioural model of diabetes 


At the beginning of the first session, it is emphasized that sticking to self-care 
recommendations all the time is difficult for most people. Following the 
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cognitive-behavioural model, it is explained that when people do not succeed in 
maintaining normal glucose levels, this can give rise to negative thoughts 
(e.g. ‘I will never get my diabetes under control’). Negative thoughts can 
result in negative feelings (e.g. frustration, hopelessness, disappointment), 
which can in turn be detrimental to (self-care) behaviour. This is illustrated 
by drawing upon the ABC method used in RET: the way Activating events 
(A) have emotional and behavioural Consequences (C), mediated by cogni- 
tive Beliefs (B). Then it is explained how rational (or ‘helping’) beliefs can be 
the underlying motive for good self-care, and irrational (or ‘blocking’) beliefs 
can make living with diabetes more difficult. To find out whether thoughts 
are irrational, four questions are considered—Is this belief true, is there proof 
for what I’m thinking? Does this belief help me to achieve my goals? Does it 
help me to avoid negative, unwanted feelings? Does it help me to avoid 
problems or conflicts with my social environment? Irrational beliefs are then 
challenged for Discussion (D) and replaced by more rational, helping beliefs, 
which lead to the Effect (E): the desired behaviour and adequate feelings in 
the activating situation. An example of a worksheet, filled out during CBGT, 
is given in Figure 8.1 (these worksheets are also used for homework assign- 
ments). 

Participants practise in small subgroups with the RET principles by 
applying them to personal situations in which they were not satisfied with 
their behaviour or feelings towards their diabetes (e.g. a situation in which 
their self-care behaviour was not optimal or they felt anxious or depressed). 
Results are discussed in the larger group. At the end of the first session, 
homework assignments are given. Participants are asked to fill out ABC 
worksheets in the coming week regarding situations in which they are 
bothered by either their emotions or their behaviour towards diabetes. 
They are asked to write down as clearly as possible the Activating event, 
the unwanted Consequences, and the Beliefs that gave rise to this behaviour 
and feelings. 


Session 2: Stress 


Session two starts with discussing and ‘harvesting’ homework in pairs. 
Participants discuss their irrational beliefs and try to replace them by more 
rational, helping thoughts. This is followed by a plenary discussion with the 
aid of a flip-over board. 

After a short break, the topic of ‘stress and diabetes’ is introduced. The 
various ways in which stress can result in poor control (through physiolo- 
gical and behavioural pathways) are discussed, and how being in poor 
control can be a stressful experience in itself. Various sources of stress in 
daily life are discussed, and the effects on blood glucose levels that 
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participants have observed. After this, the role of irrational thoughts leading 
to stress is highlighted and stress-management techniques are reviewed. As a 
tool to reduce stress, a relaxation exercise (based on progressive muscle- 
relaxation) is practised. Homework assignments consist of filling out ABC 
worksheets related to stressful situations during the next week, keeping 
records of blood glucose values in stressful situations and daily practising of 
relaxation techniques. 


Session 3: complications and the future 


The third session starts with a review of homework assignments, in the same 
way as described in Session two. The theme ‘complications and worries about 
the future’ is introduced after the break. First, it is explained that fear and 
anxiety are ‘normal’ and adaptive, i.e. protect us from harm. Several ways to 
cope with fear and worries are discussed, with two ends of the continuum 
being: from not thinking about it at all, i.e. trying to push away anxious 
thoughts whenever they surface, to actual confrontation, ie. ‘thinking 
through’ anxiety provoking thoughts. The latter approach involves reflection 
on ‘how realistic are my fears?’ ‘What can I do when my fears become truth?’ 
By doing so, the thought loses much of its threat, while pushing anxious 
thoughts away usually is not effective in reducing fear and takes a lot of 
energy. An anxiety-exploration exercise is performed individually, where 
participants indicate what fears they have (see Table 8.1). This is used to start 
group discussion, focusing on how fear can be a motivation to develop an 
active coping style. 

As a homework assignment, participants are asked to fill out ABC work- 
sheets in situations in which worries and apprehension about complications 
and the future arise. A typical activating event that gave rise to a consider- 
able amount of distress and worry was brought in by one of the participants: 


Table 8.1. Exercise—exploration of anxiety 


1. In what situation do you experience excessive anxious thoughts about your future? 
What are you afraid of? 

How can you tell that you're afraid? 

Can other people see that you’re afraid? 

When does it happen? 

What do you do about it (do you talk to someone?) when the fear increases? 
What does the fear look like in daily life? 

How does this fear affect your life and your diabetes? 

What is the worst that could happen to you? 

How bad would this be for you? (rate from 1 to 100) 

How likely is it that this will happen? 

What can you do to make excessive fear manageable/functional? 


Ole ON 
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‘I see someone in a wheelchair in the doctor’s waiting room’. Thoughts 
causing the distress were explored (e.g. ‘Surely there’s no escape from 
complications for me’; ‘My life will be worthless if I end up in a wheelchair’), 
and disputed by asking questions like: “What’s the proof for what I’m 
thinking?’; “Does it help me to achieve my goals and to avoid unpleasant 
emotions?’. Rational alternatives were formulated for irrational, negative 
thoughts. 


Session 4: social relationships 


In session four, ABC worksheets are reviewed to identify and challenge 
irrational beliefs that give rise to fear and hamper adequate self-care 
behaviour. The theme of ‘diabetes and social relationships’ is introduced. In 
group discussion, several topics are discussed—What are reasons (not) to tell 
others about your diabetes (e.g. in relationships, at work)? What positive and 
negative experiences did you have, and how do you deal with the positive 
and negative reactions of others? Suggestions are exchanged on how to 
increase positive and reduce negative experiences. 

An example, contributed by one of the participants, involved a situation in 
which she feared experiencing a hypoglycaemic episode in public. In 
exploring her beliefs (‘They should not notice something is wrong, otherwise 
they'll think I’m pathetic’. ‘ll have to explain myself, and I don’t want to. 
What will they think of me?’ ‘I have to get out of this as soon as possible!’), it 
became apparent that the underlying core-belief was one of self-demand- 
ingness: ‘I must, under all circumstances, perform well and have the 
approval of others; if not, I’m incompetent and unworthy!’ This belief 
triggered anxiety and made her tense, resulting in ‘acting as if nothing 
was wrong’, i.e. not testing her blood glucose. 

The session is followed by a short formative evaluation. 


SELECTION OF PATIENTS 


Participants in CBGT were recruited from the Diabetes Outpatient Clinic of 
the Vrije Universiteit Hospital. Potential candidates were approached either 
in the department of Medical Psychology or during their routine visit to their 
diabetologist or diabetes educator. Patients showing interest received a 
leaflet explaining the goal and procedures of CBGT. 

Included were patients between 18 and 50 years of age, with type 1 
diabetes diagnosed at least 12 months before. Other criteria for inclusion 
were poor glycaemic control (HbA1c over 8%) and on intensive therapy, i.e. 
multiple (two or more) daily injections of insulin or pump therapy. Excluded 
were patients with a severe medical illness other than diabetes, or severe 
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disabling complications of diabetes. Also, for obvious reasons, patients 
unable to speak or read Dutch, abusing alcohol or drugs, being mentally 
retarded or currently under treatment for a severe mental disorder were 
excluded from the study. 

From October 1997 to November 1998, a total of 24 patients participated in 
CBGT, in four groups of five to seven participants. Approximately two-thirds 
of the patients that were approached declined from participation. The main 
reasons for not participating were: a lack of time, or not being able to assure 
attendance at all four meetings (due mainly to work or holidays). Four 
patients enrolled in this pilot despite the fact that they did not meet inclusion 
criteria (one participant with insulin-dependent type 2 diabetes, two parti- 
cipants with HbAlc values under 8%, and one patient with severe 
complaints of neuropathy). Most participants were already familiar with 
psychological treatment or counselling: ten participants had received 
psychological help at our hospital, four others had received counselling by 
a social worker in the past. Sociodemographic and medical characteristics of 
participants at baseline are shown in Table 8.2. 

Prior to CBGT, ‘readiness to change’ and motivation for participation were 
checked in an interview, conducted by a psychologist. Patients were also 
asked what they thought was the cause of not achieving tight control, and 
what they experienced as the most burdensome feature of living with 
diabetes. Some patients did not express explicit worries about their regula- 
tion, and had no specific ideas about the causes of their poor control: ‘I have 
no idea, I guess I’m just used to high blood glucose’. More explicit named 
causes were: an irregular lifestyle, and not monitoring blood glucose as often 
as they should: ‘I guess I haven't accepted it, I can’t seem to fit it into my life. 
Having to monitor my blood glucose is a great burden’. Food, especially 
eating too much and not adjusting food properly, was also mentioned by 
some patients. A few participants had more specific ideas about their own 


Table 8.2. Characteristics of participants at baseline 


Sex Male 9 

Female 15 
Age (years) 35.17 (411.13; 20-58) 
Education High school or less 12 

College or more 12 
Duration of diabetes (years) 17.62 (49.35; 3-40) 
Insulin therapy Conventional (two injections) 2 

Intensive (> three injections) 17 

CSI 5 


HbA1c 9.22 (+1.19; 7.10-12.80) 


CSII: Continuous subcutaneous insulin infusion (pump therapy) 
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role: ‘There is a direct relation between my regulation and me being actively 
involved in it or pushing it aside. I can see a direct result of my own efforts’. 

Aspects of diabetes that were experienced as most burdensome were: 
hypoglycaemia, the risk of late complications, weight problems, over-eating 
in case of hypoglycaemia, blood glucose monitoring, blood glucose fluctua- 
tions, and having to deal with diabetes every day. Some statements: ‘I worry 
most about the large fluctuations in daily measurements. Being forced to pay 
constant attention, especially when I can’t get my glucose under control’. 
‘The most burdensome is not being able to take a break. Monitoring your 
blood glucose is like being graded at school. You’re constantly wondering: 
how did I do?’ 

The primary expectation most participants had of CBGT was ‘lowering my 
HbA1c’. The way in which they hoped to achieve this differed, however. 
Most participants entered CBGT with an open mind and an expectant 
attitude, saying ‘I hope to learn something, although I’m not quite sure 
what’. Some were somewhat sceptical: ‘I’m very curious what you [the 
therapists] can do about it in four meetings’. Others hoped to gain more 
motivation or ‘Get clear what I can do myself to keep my glucose in a good 
range’. Sharing experiences with others was also an important motive: 
‘Meeting people that are seriously working at it, to learn from them’. 


OUTCOMES OF CBGT 


In this section, the effects of CBGT will be described in terms of changes in 
diabetes-related psychological functioning (emotional distress, coping beha- 
viour), perceived barriers, self-care, glycaemic control and emotional well- 
being. At this moment, data are available for 16 participants (the first three 
groups of CBGT) at 3 months follow-up. One participant did not complete 
questionnaires in time, and was excluded from the analyses. 


PSYCHOLOGICAL ASSESSMENT 


To assess psychological characteristics and self-care behaviours of partici- 
pants, several self-report questionnaires (see Table 8.3) were administered. 
These assessments (with the exception of the SCL-90) were done before, and 
3 and 6 months after the intervention. High scores on these scales indicate 
more distress, barriers or worries. 


Measure 


Items 
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Table 8.3. Assessment measures 


Subscales 


Scoring range 


221 


Items 


Total 


SCL-90 


HFS-worry 
BDQ 


WBQ-12 
PAID 


DSCI-1 


90 


13 
25 


12 


20 


12 


Anxiety /Agoraphobia/Somatic 
complaints/Depression/ 
Insufficient thinking or 
behaviour/Suspicion or 
interpersonal sensitivity / 
Hostility/Sleep disturbances 

Fear of hypoglycaemia 

Attitude towards SMBG and 
advice from care providers 
(6)/Perceived difficulties in 
injecting, SMBG, self- 
regulation (6)/Perceived 
difficulties in self-regulation 
in specific situations (9) 

Positive well-being (4)/Negative 
well-being (4)/Energy (4) 

Diabetes-specific emotional 
distress 

(a) SMBG/Physical 

exercise/Mild 
hypoglycaemia 

(b) Omitting insulin- 

injections/Injecting less 
insulin than needed/ 
Skipping meals/Foot- 
inspection/Not reacting 
to high blood 
glucose/Severe 
hypoglycaemia/Drinking 
too much alcohol 

(c) Smoking 

(d) Taking diabetes into 
account when eating/ 
drinking 


Psychological profile 


1-5 


0-3 
1-6 


(a) Frequency/week 


(b) Frequency/mth 


(c) Yes/no 
(d) 1-5 


90-450 


13-65 
25-125 


0-36 


0-100 


Current psychological functioning was assessed following the interview, 
using the Symptom Checklist-90 (SCL-90)”°. SCL-90 scores show elevated 
levels of psychological dysfunctioning among the participants. On every 
subscale as well as on the total scale, eight to 12 participants have scores up 
to or above the 80th percentile, compared to a normal population. Only five 
participants with high scores had received treatment at the department of 
Medical Psychology, and one patient had started antidepressant medication 
recently. Others had not received any psychological or psychiatric treatment. 
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Diabetes-related distress 


Diabetes-related distress was assessed using a Dutch version of the Problem 
Areas In Diabetes (PAID) questionnaire” . As we expected, feelings of 
distress regarding diabetes are very distinct in this group. The amount of 
distress varies greatly, with PAID scores ranging from 16 to 76. Four patients 
reported before the intervention that they did not experience any problems, 
while six patients indicated that they experienced serious problems (defined 
as an item score > 5 ona scale of 1-6) in a lot (6-11) of areas. Compared to a 
sample of insulin-dependent type 1 and type 2 patients”, a vast majority of 
patients reported experiencing one or more serious problems in living 
with diabetes (83.3% vs. 60.2%). The mean PAID score of 37.93 (+ 15.07) is 
also higher than mean scores reported for unselected IDDM outpatients 
(32.9 + 20.2)”. 

Individual PAID items endorsed as serious problems (> 5 on a scale of 
1-6) by at least 25% of the participants were: ‘Not knowing whether moods 
or feelings are related to blood glucose levels’, ‘Worrying about low blood 
sugar reactions’, ‘Worrying about the future and the possibility of serious 
complications’, ‘Coping with complications of diabetes’, ‘Uncomfortable 
interactions around diabetes with family or friends’, ‘Feeling guilty or 
anxious when getting off-track with diabetes management’ and ‘Not accept- 
ing diabetes’. 

After CBGT, the mean PAID score (n=16) decreased significantly from 
41.64 (415.67) to 33.14 (412.08; p=0.007). The mean number of problems 
decreased from 4.44 to 2.25 (p=0.005). Of the six participants that experi- 
enced six or more serious problems, four improved considerably. 


Perceived barriers 


Barriers to self-management were assessed using the Perceived Barriers in 
Diabetes Self-care scale (BDQ)”*. The mean score at baseline (61.04 + 13.50) 
indicates that participants do not report greater barriers in performing self- 
care behaviours than a sample of 240 type 1 and type 2 diabetic outpati- 
ents”. Individual BDQ items that are endorsed as a serious barrier most 
often (scoring more then two standard deviations above normal scores) are 
items concerning self-monitoring of blood-glucose, difficulties in maintain- 
ing normal blood-glucose levels in special situations (on weekends, when 
under stress) and items concerning hypoglycaemia. 

Scores varied greatly between participants: 14 patients did not experience 
any barriers, seven patients experienced some barriers (one to three high 
scores), three patients reported many barriers (seven to eight high scores). 
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At 3 months follow-up, there were slight decreases on all subscales (mean 
total score dropped from 65.44 + 13.97 to 61.19 + 13.51). The attitude towards 
SMBG and advice given by care providers became more positive (from 
17.94 +5.08 to 15.63+ 4.69; t=2.23, p=0.04). 


Fear of hypoglycaemia 


Another potential barrier to good glycaemic control, fear of hypoglycaemia, 
was measured by the worry scale of the Hypoglycaemia Fear Survey 
(HFS)**?°. Fear of hypoglycaemia is not prominent in the group as a 
whole (mean score 29.78 + 11.07). However, looking at individual scores, 
two participants appeared to score far above the range. 

At 3 months follow-up, no significant changes in fear of hypoglycaemia 
were found for the group as a whole. However, one participant had an 
increased worry-score (29-42), without an increase in hypoglycaemic 
episodes, while two others had considerably lower scores (drops from 26 
to 17 and from 61 to 54). Alhough this last change may be an important 
improvement clinically, it still indicates a high level of fear. 


Emotional well-being 


Changes in emotional well-being were evaluated using the short form of the 
Well-Being Questionnaire (WBQ-12)°?” with a higher total score indicating 
greater well-being. Mean total score (23.86+5.47) and subscale scores are 
comparable to those found in a large sample of Dutch diabetic patients and a 
sample of 464 Japanese type 1 and type 2 patients”. At follow-up, mean total 
score on the WBQ increased slightly (22.6 +5.83 to 24.01.09; n=15). 
Positive well-being even increased significantly (6.944 2.41 to 7.63+ 2.55; 
t= — 2.42; p=0.029), indicating that improvement of HbA1c did not occur 
at the cost of well-being. 


SELF-CARE BEHAVIOUR 


Self-management behaviours over the past month and frequency of mild and 
severe hypoglycaemia were assessed using a short adapted form of the 
Diabetes Self-Care Inventory-1 (DSCI-1)”? (see Table 8.3). 

As with psychological parameters, self-reported self-care behaviour varied 
greatly among participants. Five participants adhered to practically every 
aspect of self-care as measured in our survey, while others deviated from 
most recommendations. The degree of non-adherence varied from partici- 
pants not inspecting their feet to not performing SMBG at all. Given this 
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large inter-individual variation, the effects of CBGT are likely to be differ- 
ential: every participant has his/her own areas of potential improvement. 
Alhough a detailed description of individual patterns goes beyond the scope 
of this chapter, some points will be highlighted: 


Self-monitoring of blood glucose (SMBG), in our view a central component of 
self-management, was performed two to four times daily—as recom- 
mended—by half the participants. Eight participants measured their 
blood glucose three times a week at the most. Three patients measured 
blood glucose five to eight times a day (n=23). Alhough we expected 
participants to improve their adherence, at follow-up this was true for 
only one out of seven non-adherers. 

Omission of insulin injections was reported by nine patients; seven skipped 
injections two to three times a month; two patients even two to four times 
a week. All others reported sticking to their recommended number of 
insulin injections. 

Injecting less insulin than needed once a week or more often was reported by 
11 patients. 

Taking diabetes into account when eating or drinking was reported by seven 
patients to be the case some of the time, while five patients never or rarely 
took their diabetes into consideration when eating/drinking. Only one of 
them improved this behaviour at follow-up. 

Skipping meals occasionally occurred in nine patients, while four people 
skipped meals at least every other day (two of whom also reported 
skipping insulin injections). 

Not taking any action while being aware of high blood glucose was reported by 
10 patients, varying from one to eight occasions in the past month. One 
participant wrote that this might happen to her every day, because she 
never measured her blood glucose. At follow-up, she reported monitoring 
her blood glucose occasionally. 


e Not doing any physical exercise was reported by nine patients. 
e Drinking too much alcohol in the past month was reported by six partici- 


pants. 


GLYCAEMIC CONTROL 


As parameters for glycaemic control, HbAlc values (4.3-6.1%) and self- 
reported frequency of mild and severe hypoglycaemia were obtained. 


HbA1c 


At baseline, nine participants were in moderately poor control (HbA1c 8- 
9%), nine were in poor control (HbA1c 9-10%), four were in very poor 
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control (HbAlc > 10%). Two participants appeared to be in fairly good 
glycaemic control when their most recent HbA1c was checked. They were 
included in the study based on their own conviction and that of their doctors 
that they were poorly controlled. 

HbA1c at baseline and follow-up is shown in Table 8.4. At 3 months 
follow-up, mean HbA1c improved from 9.57 (+ 1.22) to 8.86 (+ 1.38; t= 1.83, 
p= 0.088). Table 8.4 shows that substantial changes in HbA1c (over 0.5%) 
occurred for 12 participants. Nine of them improved, three had higher 
HbA1c after CBGT. Of interest is that all participants in very poor control 
(group 3) improved, some even drastically. In group 2, results varied; in the 
group with lowest initial HbA1c, three participants improved. Also shown 
are HbA1c values available at 6 months follow-up. Mean HbA1c for these 14 
participants improved from 9.50 (+ 1.23) to 8.61 (+ 0.99; t=3.63, p = 0.003). 
Table 8.4 shows that two participants who did not benefit at 3 months 
improved eventually. 


Hypoglycaemia 


Episodes of severe hypoglycaemia (requiring the assistance of others) in the 
month prior to CBGT were reported by three participants. Two of them 
experienced one episode, one participant, already mentioned for her fear of 
hypoglycaemia, reported three episodes. At follow-up, she did not report 


Table 8.4. HbA1c at baseline, 3 months and 6 months follow-up 


Baseline 3 month follow-up 6 month follow-up 
Group 3—very poor control 
12.8 9.7 (—3.1) 10.1 (—2.7) 
11.1 7.4 (—3.7) = 
10.4 9.8 (—0.6) 10.1 (—0.3) 
10.3 8.9 (—1.4) 8.9 (— 1.4) 
Group 2—poor control 
9.9 9.2 (—0.7) 8.7 (— 1.2) 
9.6 7.1 (—2.5) 7.5 (—2.1) 
9.6 11.8 (+2.2) 9.4 (—0.2) 
9.5 9.7 (+0.2) 8.4 (—1.1) 
9.5 10.9 (+1.4) 8.7 (— 0.8) 
9.2 9.9 (+0.7) 10.0 (+0.8) 
9.0 8.6 (—0.4) - 
Group 1—moderately poor control 
8.9 7.2 (—1.7) 7.3 (— 1.6) 
8.7 8.2 (—0.5) 8.5 (— 0.2) 
8.6 7.6 (—1.0) 7.9 (— 0.7) 
8.6 7.9 (—0.7) 7.6 (—1.0) 


7.4 7.8 (+0.4) 7.5 (+0.1) 
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any episodes. Another participant, however, reported three episodes after 
the intervention. 

The mean number of mild hypoglycaemic episodes before intervention 
was 2.87 (range 0.5-10.5 + 2.38) a week, with most patients reporting one or 
two reactions a week (n= 13), which is common. Three patients reported 
more then five episodes a week. At 3 months follow-up, one participant 
reported an enormous increase of mild hypoglycaemic episodes (from 2 to 28 
per week). Even without this extreme increase, the mean number of episodes 
doubled (from 2.07 + 1.32 to 4.17 + 3.47; n= 15). 

As is shown by the PAID scores, low blood glucose is a matter of concern 
for many patients. The increase of hypos may be directly related to the 
observed improvement in glycaemic control. Also, it is likely that partici- 
pants have become more aware of hypoglycaemia. 


FORMATIVE EVALUATION 


At the end of the last session, CBGT was evaluated by means of anonymous 
evaluation forms regarding appreciation of content and format of CBGT. 

CBGT was appreciated by all 21 participants who filled out the form, rated 
7.6 on a scale from 1 to 10. Three-quarters would ‘absolutely’ recommend 
others to participate in CBGT. Difficulty and pace of the sessions were 
adequate for practically all participants. The duration of the programme (4 
weeks) and the length of the sessions (2 hours) was considered as too short 
by half the participants and exactly right by the other half. 

The content of CBGT was rated as reasonably clear and appealing to most 
patients. What they found most useful was exchanging experiences with 
other group-members, followed by practising RET principles. This is espe- 
cially interesting, since many patients stated in the interview that they were 
reluctant about participating in a group. The theme that was most appre- 
ciated was ‘the effect of cognitions on emotions and behaviour’. 

It was stated by most patients that they had learned most from the 
experiences of others: ‘Experiences of others, who have different feelings 
and behaviours in comparable situations, taught me that certainties I had 
about myself are not always true’. They also indicated that CBGT helped 
them to put things into perspective: ‘I encountered other insights, different 
views. I’m not using them yet, but I know I could look at it differently’. Other 
remarks were related to the specific content of RET: ‘More understanding of 
the how and why of my actions’. Some participants had a feeling of more 
control: ‘Being more aware that I am in control, or at least can strive for more 
control’; ‘Don’t ask why, but how can I do better!’ 

More than half of the participants indicated they felt that CBGT had 
changed them, in particular towards being more open, confident and at ease. 
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They also took their diabetes more seriously: ‘I have come to accept diabetes 
as being a part of me, rather than a series of lab-results’. 


IMPLICATIONS AND FUTURE DIRECTIONS 


Based on our preliminary results, we can conclude that CBGT is feasible and 
appreciated by the patients. Moreover, CBGT appears to be successful in 
improving HbA1c while reducing diabetes-related distress and preserving 
well-being. 

An important question to ask is who benefits most and who least. 
Interestingly, HbA1c of patients with relatively high SCL-90 scores at base- 
line seems to improve even more than that of patients with low to normal 
SCL-90 scores. The five participants who did not profit from CBGT, in terms 
of lowering HbA1c, could not be characterized as a group in terms of 
sociodemographic characteristics, psychological functioning, perceived 
barriers, well-being or self-care behaviour. Changes on these measures 
were similar to those in other participants. 

While HbAilc improves, preliminary results do not show consistent 
improvements in self-care behaviour, although some patients show a 
remarkable change. Further research into the mediating factors in improving 
glycaemic control is therefore warranted. 

Although homogeneity of groups is often advocated in group therapy, 
differences in age, duration of diabetes and other characteristics in the 
groups had no observable adverse effect. Living with diabetes apparently 
provided sufficient ‘common ground’. What did become clear to us, is that it 
is crucial to pay ample attention to the patients’ motivation for participation 
and ‘readiness to change’ prior to CBGT. Patients in persistent poor control 
who indicate that they do not experience any specific areas of distress should 
perhaps first be assisted in identifying their specific problem areas before 
participating in a CBGT programme. 

It has been decided to add two classes to CBGT, extending CBGT from 
four to six sessions. These sessions will involve the themes of ‘goal setting’ 
and ‘how to be a patient’. The first theme will be added to focus more on self- 
care behaviour, to help patients set out individual, realistic goals for the 
intervention. These goals will be monitored and adapted during sessions if 
necessary. The combination of goal setting and feedback should be especially 
effective in facilitating the mastery of new skills!°°, and may help to heighten 
motivation and increase the amount of time invested in homework assign- 
ments. 

The session on ‘how to be a patient’ will focus on adopting an assertive, 
active attitude, to get the most out of contacts with health care providers. In 
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our experience, education and information are widely available in The 
Netherlands, but are not always extensively used. 

Adding two sessions will increase the amount of time and effort partici- 
pants will have to invest in CBGT, and may negatively impact attendance. 
But we have reason to believe that the extended programme will prove to be 
more effective in terms of glycaemic control and emotional well-being. 

CBGT seems highly cost-effective, especially considering that most parti- 
cipants had been in persistent poor control for quite some time and are 
therefore prone to developing complications that would lead to high costs in 
terms of medical care in the future. Delivering a programme like CBGT 
requires the availability of a skilled diabetes educator and a psychologist 
during the sessions, and a psychologist to interview patients prior to 
participation. 

Considering the observed beneficial effects of CBGT, dissemination of CBT 
in diabetes care deserves to be promoted. This can be achieved by training 
diabetes educators and psychologists in the principles of CBT, and by 
protocolizing and transferring CBGT programmes to other centres and 
health care professionals. The 6-week CBGT programme will be studied in 
a randomized, controlled trial, and new research projects studying the 
efficacy of CBGT in adolescents with diabetes and type 2 patients are 
under way. 
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INTRODUCTION 


The importance of emotional issues in diabetes mellitus has been recognized 
for centuries. In 1679, Thomas Willis, the British physician who was the first 
person to recognize the presence of glucose in the urine of people with 
diabetes, wrote, “The cause of diabetes is an emotional state I will call 
extreme sorrow’. Until the past 20 years, those studying the role of psycho- 
social issues in diabetes concentrated, as Willis had, on psychological causes 
of diabetes. More recently, researchers and clinicians have turned their 
attention to psychological issues which affect diabetes self-management, 
and to the sequelae of living with diabetes. This chapter deals with counsel- 
ling and psychotherapeutic inverventions intended to relieve psychological 
distress in people with diabetes. Psychological or emotional distress in 
people with diabetes takes two forms: coping difficulties, which arise as a 
consequence of the daily stress and hassles of living with the disease; and 
frank psychopathology’. 
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COPING PROBLEMS 


WHY ARE COPING PROBLEMS SO COMMON? 


Coping problems are common among people with diabetes largely because 
the demands of diabetes management are so substantial and unremitting. 
Specifically, the regimen is demanding and unpleasant, factors outside the 
patient’s control often affect glycaemic control, and the avoidance of 
diabetes-related complications can not be guaranteed. Each of these points 
deserves elaboration. There are no vacations from diabetes. Diabetes 
management is a 24-hour-a-day, 365-day-a-year proposition. Thus, diabetes 
affects every aspect of a person’s life, including job, social life, recreation and 
family life. My son, who has had diabetes for 20 years, recently told me that 
he has had to think about his diabetes at least once every 15 minutes every 
day for the past two decades. At least that often he stops to ponder how he 
feels, and what he must do to avoid high or low blood glucose levels. 
Another thing that makes the diabetes regimen so demanding is the fact that 
many of its requirements are unpleasant. Few people relish the prospect of 
sticking themselves with sharp objects four to eight or more times a day, as 
many people with diabetes must do. And almost everyone feels that 
diabetes-related dietary restrictions are a major burden. 

In addition, my patients often remind me that even when they manage 
their diabetes by the book, their blood glucose levels are still sometimes 
unpredictable. Many of these individuals are stress-responsive, and the 
release of stress-induced counter-regulatory hormones can dramatically 
affect their glycaemic control. Finally, while the benefits of good glycaemic 
control are now beyond debate following the release of the results of several 
large-scale randomized clinical trials™, we can not assure our patients that 
good glycaemic control offers an absolute guarantee that they will not suffer 
from diabetes-related complications. 


‘DIABETES OVERWHELMUS’ AND ITS CONSEQUENCES 


What is common to all the demands of diabetes which I have just noted is the 
fact that they can leave a person feeling overwhelmed and unable to cope, a 
state inimical to an effective effort to manage diabetes and to the achieve- 
ment of optimal glycemic control. 

This sense of being overwhelmed, which I call ‘diabetes overwhelmus’, to 
parallel diabetes mellitus, the technical name for the disease which affects 
our patients, is one important factor leading to the low levels of diabetes self- 
care we see reported in the literature. Robiner and Keel® reviewed studies of 
medication taking, self-monitoring of blood glucose (SMBG), diet, weight 
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management and exercise among people with diabetes, and Ruggiero and 
colleagues’ described self-reported self-management patterns in a large 
sample of people with diabetes. Both studies reported a wide range of 
findings, with medication taking adherence highest and life-style behaviour 
adherence lowest. The difficulty most people with diabetes report in their 
efforts to manage their diabetes effectively is illustrated by my experience at 
a recent lecture. When I asked the audience of over 2000 people with 
diabetes to raise a hand if they felt they did everything they should do to 
manage their disease, two hands were raised. One of these individuals had 
been diagnosed with diabetes for 1 week and the other for 2 weeks! 


THE VAST MAJORITY OF DIABETES CARE IS SELF-CARE 


Self-care is a critical issue in diabetes because more than 99% of diabetes care 
is self-care. The vast majority of diabetes care takes place not 2-4 times a year 
in the health care provider’s office, but literally countless times each day in 
the places where people with diabetes live, work, eat and play. 

Levels of self-care and glycaemic control among people with diabetes in 
the USA are not good. The average HbA1c of a person with type 2 diabetes is 
9.5%, representing an average blood glucose level of about 250 mg/dl or 
about 14 mmol/l. It is apparent that one essential goal of diabetes care is to 
improve diabetes-related coping skills among people with diabetes and, as a 
consequence, to improve self-care behaviour, metabolic outcomes and qual- 
ity of life as well. Quality of life is affected by improved coping skills, both 
directly, through reduced emotional distress, and indirectly, through the 
effects of coping skills on self-care, glycaemic control and long-term health 
outcomes. 


RELAXATION TRAINING CAN IMPROVE GLUCOSE TOLERANCE 
AND REDUCE LONG-TERM HYPERGLYCAEMIA 


A variety of studies over the past two decades support the notion that 
improving stress management or coping skills can improve self-care, meta- 
bolic outcomes and quality of life. For example, several studies of people 
with type 2 diabetes generally report improved glucose tolerance and 
reduced long-term hyperglycaemia following biofeedback-assisted relaxa- 
tion training (BART)*'°. Evidence for the effectiveness of BART in people 
with type 1 diabetes is less conclusive. While several studies!!!? reported 
positive effects of BART and related treatments for those with type 1 
diabetes, others'*-!> found no such benefits. Surwit and Feinglos 19 suggest 
that sympathetic nervous system activity may be altered only in those with 
type 2 diabetes, making these individuals more sensitive than those with 
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type 1 diabetes to the effects of stress on glucose metabolism. Elsewhere’®, 
the same authors suggest that there is probably a subpopulation of type 1 
individuals who are stress-responsive and who could benefit from BART, as 
most people with type 2 diabetes would. 


GROUP COPING SKILLS TRAINING CAN IMPROVE COPING, 
SELF-CARE BEHAVIOUR AND GLYCAEMIC CONTROL 


In addition, a wide range of interventions including therapy groups, self- 
help groups, support groups and diabetes camps have been employed to 
promote more effective coping with the day-to-day hassles of diabetes. Most 
of this reseach, which was designed to improve the ability of children and 
adolescents to use social skills and assertive behaviour for coping effectively 
with diabetes-related interpersonal situations, involved small numbers of 
subjects and did not include either a control group or follow-up measures. 
Most interventions used peer modelling and role-play techniques and took 
place in group settings. These studies reported benefits such as greater 
emotional well-being! ~20 enhanced coping skills?!”, better regimen adher- 
ence” and improved glycaemic control'®°4, Diabetes camps usually 
include formal or informal interventions designed to enhance the coping 
skills of young campers. Reported benefits of diabetes camps include shifts 
in health locus of control orientation toward internal locus of control (i.e. the 
belief that one’s own actions affect health outcomes”. The effects of a 
camp may be short-lived, and the two studies that incorporated control 
groups reported no differences in psychosocial adjustment between campers 
and non-campers”*”’. 

Marrero and colleagues!” found that adolescents who participated in a 
series of sessions designed to improve diabetes-related coping skills were 
less depressed, and also tended to have higher self-esteem and more often 
used emotion-based coping skills, when compared with a control group. 
Mendez and Belendez*” evaluated the effects of a behavioural programme 
designed to increase treatment adherence and stress management skills in 
adolescents with type 1 diabetes. This invervention incorporated a variety of 
procedures, including instruction, blood glucose discrimination training, role 
playing, relaxation exercises and problem-solving strategies, among others. 
Improvements that were maintained at 13-month follow-up included 
reduced barriers to adherence and reduced severity of daily diabetes-related 
hassles, as well as less uneasiness in diabetes-related interpersonal situations. 
Anderson and colleagues” provided separate group sessions for adolescents 
and their parents as a supplement to regular diabetes clinic visits. The goal of 
the adolescent sessions was to increase skill in using SMBG data for regimen 
adjustments; the goal of the parent sessions was to develop strategies for 


Psychotherapy and Counselling in Diabetes Mellitus 239 


negotiating appropriate levels of parental involvement in the adolescents’ 
diabetes care. Eighteen months after completion of the 12-session group 
intervention, adolescents in the treatment group had significantly lower 
HbA1c and reported significantly more use of SMBG data for selected 
regimen adjustments than adolescents in a control group. 

Group psychosocial interventions have also been employed with adults 
who have diabetes. These groups generally addressed coping difficulties 
rather than frank psychopathology. Reported benefits of these interventions, 
which often lacked control groups, statistical power, or follow-up measures, 
include increases in: emotional well-being?" ®5, coping skills??5; regimen 
adherence*’; and glycaemic control’. The only controlled study in this 
area found an increase in psychological well-being and social function-ing, 
but these improvements did not differ significantly from those 
achieved by a lecture control group”. Neither group improved in glycaemic 
control. 


SEEING DIABETES CARE THROUGH NEW EYES 


If improving coping skills is a key to improving other diabetes-related 
outcomes, as some of the research cited here suggests, we must attempt to 
identify critical elements of coping for translation to clinical practice. At the 
outset, health care providers must recognize the need to see their patients 
with diabetes through new eyes, and we must help our patients see us and 
themselves in a different light, as well®®. Through these new eyes, we must 
all see diabetes care and our roles in providing it as they really are not as we 
have been trained to see them. Health care providers are trained to deliver 
care and education, and many of us are pretty good at doing this. Unfortu- 
nately, delivering care to people with diabetes does not fit the realities of 
diabetes management. As I mentioned earlier, the vast majority of diabetes 
care is self-care. It takes place countless times each day in our patients’ 
homes, in the places where they work and play, and even in the endless 
hours many spend talking—or trying to talk—to health care plan represen- 
tatives. 

The fact is, nothing we offer a patient, no matter how brilliant or 
potentially effective it might be, will do any good unless it makes sense to 
that patient in the real context of his/her daily life. The longer I work, the 
clearer it is to me that the best solutions to the myriad day-to-day problems 
my patients face almost always come from the patients themselves, and not 
from me. I can help my patients uncover these solutions, and it is my 
responsibility to do so, but I can not come up with them on my own. I simply 
do not know enough about my patients’ lives to do this. They are the 
only ones who do. Thus, the principal job of the health care provider 
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is to recognize the essential nature of the patient’s expertise and to help the 
patient apply this expertise to the ongoing task of enhancing coping skills. 


KEY ELEMENTS OF DIABETES-SPECIFIC COPING SKILLS TRAINING 


The counselling process by means of which the health care provider facil- 
itates the development of diabetes-related coping skills in people with 
diabetes involves a number of specific techniques. These techniques are 
designed to help patients identify problematic diabetes-related issues, iden- 
tify thoughts and feelings associated with these issues, identify attitudes and 
beliefs underlying the problem and establish self-care goals, and develop 
and commit to a plan for achieving the goal. These coping skills training 
techniques, designed to facilitate patients’ self-awareness about the cogni- 
tive, emotional, social and spiritual components of their lives as they relate to 
the daily decisions about diabetes care, are described below, and more fully 
elsewhere®”’*®. 


Ask questions 


While history-taking questions such as, ‘Have you been having any low 
blood sugars lately?’ or ‘How often are you testing your blood sugar these 
days?’ are important, they are not particularly effective in facilitating 
diabetes coping and self-management. Questions like ‘What's the hardest 
thing for you right now about dealing with your diabetes?’ are more likely to 
generate the kind of information the health care provider and patient will 
need to generate a self-care plan which will actually work for a given patient. 
It is a waste of precious time when the health care provider attempts, visit 
after visit, to offer recommendations without knowing what is actually 
bothering the patient most. The provider will end up making suggestions 
that have no meaning for the patient, and both the provider and patient end 
up frustrated. Thus, asking questions which facilitate the development of 
coping and problem-solving skills can actually save valuable time for the 
health care provider and the patient. 


Start with the patient’s agenda 


Health care providers often feel they know the things their patients need to 
do to improve their health, as well as the order in which these things need to 
be done. Unfortunately, operating as if patients will follow the agenda a 
health care provider sets almost never works. Patients simply veto any 
suggestions that don’t make sense to them. Veto power is rarely expressed 
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directly in words. More often, patients express this veto power by simply not 
doing what their providers have recommended. Starting with the patient’s 
agenda actually increases the likelihood that the health care provider will 
accomplish his/her goals for the patient, because when patients see that their 
needs are the provider’s primary concern, openness to the provider’s 
suggestions will likely grow. 


Individualize the treatment plan for each patient 


Everybody is different, so there is no one-size-fits-all plan that works for 
every person with diabetes. The key to successful individualization is that 
fundamental tool: good questions. If the patient’s goal is weight loss, for 
example, the health care provider might ask how much weight the person 
wants to lose, what success the patient has had losing weight in the past, 
what facts of life will facilitate and hinder weight loss efforts, and what the 
patient would like the health care provider to do when it comes to facilitating 
the weight loss process. 


Be as specific as possible in defining the problem you're dealing with 


The more specifically the health care provider and patient define a problem, 
the more likely it is that they will solve it. Once again, questions are the key 
to success. If a patient complains of difficulties with his/her diet, for 
example, the educator should help the patient define the problem more 
specifically. The specific ‘sticking point’ might turn out to be a problem in 
resisting late-night snacks, for instance. Most patients have specific sticking 
points, and identifying these sticking points has two benefits. First, it helps 
both patient and provider to see that the problem they face is more 
manageable than they originally believed (i.e. snacking after dinner is less 
overwhelming than overall dietary failure). Thus, motivation is greater to 
make necessary changes. Second, identifying ways to cope successfully with 
specific problem is usually much easier than identifying ways to cope with 
general problems. 


Take a step-by-step approach 


Problems no-one could solve all at once, many people can solve one-step-at- 
a-time. Most diabetes-related problems are daunting. Health care providers 
can help their patients cut a problem down to size by taking a step-by-step 
approach. Take establishing an exercise programme, for instance. The health 
care provider knows that a healthy exercise regimen for most people would 
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involve a minimum of activity equivalent to three brisk 30 minute walks a 
week. Yet many patients who want to start exercising would feel over- 
whelmed starting at this level. The health care provider should help the 
patient identify the first step in initiating the programme. Even if this first 
step is a modest one, walking for 15 minutes twice a week, for example, the 
health care provider should try to enthusiastically support the patient’s 
proposal. This support has three benefits. First, it establishes a cooperative 
working relationship between the health care provider and patient in dealing 
with a goal the patient has chosen to work on. Second, the first step the 
patient has suggested is a meaningful one. Walking twice a week for 15 
minutes each time is better than not walking at all. Third, a patient who 
succeeds in taking a first step is likely to have the confidence to take a second 
step, and a third. 


Focus on behaviours, not outcomes 


When a health care provider helps a patient work on health behaviours, the 
outcomes they both seek are more likely to be attained. It is easier to achieve 
goals such as improved blood sugar control, reduced weight and similar 
outcomes when both provider and patient focus on the behaviours required to 
reach these goals. Behaviour is something the patient can work on and 
ultimately control directly, while outcomes such as blood sugar levels are 
often influenced by factors outside the person’s control. Focusing on medical 
outcomes can lead to feelings of frustration, and even of helplessness. 
Focusing on behaviour, while not a panacea, increases the patient’s sense 
of control. 


Use contracts 


Formally contracting with patients to specify what they will do to reach 
mutually agreed-upon goals can facilitate self-management. A useful beha- 
vioural contract should begin with a statement of the patient’s goal, stated in 
specific, measurable, behavioural terms. The goal should be both ambitious 
and realistic; the contract should also identify the rewards the patient will get 
for achieving the goal. These rewards may be anything the patient chooses, 
ranging from sleeping through the night (with improved blood sugar control 
lessening the need to awaken and urinate), to being alive to see a grandchild 
graduate from high school, to feeling good about oneself for improved self- 
care. A final element of the contract is a statement of to whom the patient 
will turn at the first sign of slipping in efforts to achieve the goal. The patient 
could identify the health care provider or any other appropriate person for 
this role. 
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Involve the family in your patient’s care 


Diabetes is a family disease. It is powerful enough to affect the lives of 
everyone who loves, lives with, or cares for a person with diabetes. Family 
members also significantly affect the way a person with diabetes lives with 
his/her disease. Involving the family may take several forms. If at all possible 
(and with the patient’s permission), include important family members in 
office visits. Getting the perspective of family members can be helpful to the 
health care provider and the patient. When it is not possible to include family 
members in office visits, the health care provider should ask questions about 
the involvement of family members in diabetes care. These questions include 
queries concerning what family members do to facilitate and to hinder self- 
care, and what the patient would like to see family members do differently to 
make life with diabetes easier. 


Maintain contact with patients between visits 


This can be difficult for many health care providers, but research and clinical 
experience show that even brief, occasional contact with a health care 
provider can powerfully affect people struggling with a chronic disease. 
Some effective approaches to maintaining contact include: phone calls, 
postcards, newsletters, e-mail messages and office-based support groups. 
Maintaining contact not only helps patients feel cared for, which enhances 
motivation, it also provides the health care provider with an invaluable 
early-warning system for problems that might get much worse before the 
patient calls about them. 


Facilitate problem-solving skills 


Living well with diabetes requires a high level of problem-solving skill. 
Diabetes makes life more complicated, so people with diabetes have more 
problems to solve day-to-day than people who do not have diabetes. Patients 
develop diabetes-related problem-solving skills through trial and error and 
continuous practice. As one young man said, ‘I hate having diabetes, but it’s 
forced me to be a really good problem-solver, and I wouldn’t give that up for 
anything in the world’. 


Nourish emotional coping skills 


One of the things people with diabetes need most is a strong emotional 
foundation. One of the things those who educate and care for people with 
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diabetes need most is skill in helping their patients deal with emotional 
issues. Resources to help people with diabetes cope with the emotional side 
of their disease include Psyching Out Diabetes”. Resources to help health care 
providers cope with these issues include Practical Psychology for Diabetes 
Clinicians”. 


Get help 


The health care provider often needs help because caring for diabetes can be 
as hard as living with it, although in different ways. Getting help may mean 
consulting with a colleague to get suggestions for dealing with a difficult 
issue. Sometimes just talking things out or getting someone else’s perspective 
can help. Getting help may also mean referring a patient for specialized 
services that the provider is not trained, or does not have the time, to 
provide. 


CASE EXAMPLE OF INDIVIDUAL DIABETES-SPECIFIC COPING 
SKILLS TRAINING 


I have employed this model for coping skills training in my private 
counselling practice, and I offer here a case example to illustrate its applica- 
tion. Fred, was a 55 year-old man who had been diagnosed with type 2 
diabetes 7 years prior to his consultation with me. I began our interview by 
asking Fred what was the hardest thing for him about his life with 
diabetes. Fred’s response, ‘Everything!’ immediately identified him as a 
man suffering from ‘diabetes overwhelmus’. I told Fred that if he was like 
most people with diabetes I had treated he could, with some thought, 
identify a more specific problem in his diabetes management. Fred pondered 
this notion, then responded that eating properly was the hardest issue for 
him. I encouraged Fred to think more deeply and be even more specific, 
recommending that he consider an image I have found helpful: If one is able 
to identify a ‘sticking point’, a problem so specific and concrete that one 
could take a photograph of it, paint a picture of it, or make a videotape of it, 
finding a solution to the problem becomes much easier. Fred found this 
suggestion helpful, and applying himself to the question I’d posed, he 
responded with his typical humour, Tm a grazer; every night between 
dinner and bed time I’m like a cow, “munch munch here, munch munch 
there”. By the time I’m ready to sleep I feel guilty and sick. Then I’m up half 
the night urinating’. 

Once Fred had identified his sticking point, he felt an immediate sense of 
relief because he now had a specific problem to work on and because he 
realized for the first time that he was actually doing quite well with many 
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aspects of his regimen. Now we set to work helping Fred identify the 
solution to his problem. I began this phase of the work by asking Fred if 
there was ever a time he did not graze. He answered that there were such 
times, specifically those occasions when he had stuffed himself so full at 
dinner that he could not fit in another bite before bed, and those occasions 
(about once every 2 weeks) when he went to an evening activity at his 
church. No food was served at these meetings, and Fred said he returned 
home feeling full spiritually, which sufficed to keep him from grazing before 
he went to sleep. Since Fred did not want to stuff himself at dinner and his 
church only held infrequent meetings, we had to search elsewhere for a 
solution to his problem. I asked Fred if there was ever a time when he didn’t 
stuff himself at dinner and didn’t go to church, yet still did not graze. Fred 
responded that there were such times, but that they were ‘once in a blue 
moon.’ I told Fred that even if he had avoided grazing only once under these 
circumstances it would provide us with guidance. I pointed out that when 
something has never happened the critical question is whether it could 
happen. If something has happened even once, this question is no longer 
valid. Now the question is how it happened. And it was this question which 
we now set out to answer. 

I asked what was the difference between those many times when Fred 
grazed, and those rare occasions when he was not stuffed from dinner, did 
not go to church, and still did not graze. After thinking a moment, Fred said 
that the difference was, “something about by attitude, my frame of mind, 
something I say to myself’. Fred had identified the critical role of cognitions 
in influencing emotions and behaviour, and he went on to identify the 
specific thoughts which triggered his grazing. They included the following: 
Tve had a hard day; I deserve to eat when I want’ or (after his second snack 
of the evening), ‘I’ve had more to eat this evening than I should; I’ve already 
ruined things so it doesn’t matter how much more I eat now’. Fred was also 
able to identify his thoughts on the infrequent occasions when he didn’t 
graze. Fred’s first grandchild had been born a few months earlier, and Fred 
realized that on those occasions when he resisted the urge to graze he said to 
himself, ‘I want to be alive to see that boy walk across the stage and get his 
high school diploma’. Thus, Fred was able to identify his sticking point and 
his way to avoid getting stuck. 

When I asked Fred how he felt about what we had discovered he said, Tm 
not sure. I see that my thoughts trigger my behaviour, but most of the time 
by thoughts are negative and so is my behaviour. How does that help me?’ I 
pointed out to Fred that the thoughts that triggered his abstention from 
grazing, just like those that triggered his grazing, were not thoughts he had 
been born with. Nor were they thoughts that he had to accept as random 
events. Thinking in ways that trigger constructive behaviour is a skill, and 
just like any skill, thinking positively could be learned through persistent 
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practice. Fred decided to practise keeping his grandson in mind by putting 
pictures of the boy on his refrigerator, on his kitchen cabinets and, eventually, 
on his bathroom mirror and the headboard of his bed as well. Through this 
effort Fred reduced his rate of grazing from almost every night to about three 
nights a week. While this was not a perfect result, it did represent a marked 
improvement. 


COPING SKILLS TRAINING AS AN ELEMENT OF COMPREHENSIVE 
GROUP DIABETES PSYCHO-EDUCATION 


An intervention based on the diabetes-specific coping skills training model I 
have just described has also been incorporated into the comprehensive 5 day 
(37 hour) outpatient education programme offered by the Johns Hopkins 
Diabetes Center at the Johns Hopkins Hospital in Baltimore. Over 3000 
participants have completed this programme since its inception in 1984. The 
programme is taught by a multidisciplinary team of health care providers, 
including mental health professionals who offer diabetes-specific coping 
skills training. 

As noted earlier, diabetes coping skills training is designed to help people 
overcome barriers to successful application of new knowledge and skills. 
The approach used in this programme, a cognitive-behavioural psycho- 
educational group intervention, focusing on beliefs and attitudes that under- 
lie patterns of self-care, has been described in detail elsewhere’’*°*", The 
training is active and individualized; participants begin the process by 
identifying their own regimen barriers or ‘sticking points’. The more 
specifically the problem is defined, the easier it is to solve. Even with 
common issues such as diet adherence, one person’s sticking point might 
be an irrepressible sweet tooth, while another’s might be an overpowering 
urge to ‘graze’, or continuously snack, after dinner. 

Once a personal sticking point has been identified, a problem-solving 
orientation is invoked. Potential solutions are inventoried, with special 
attention to those the person has used successfully in the past. This process 
helps patients learn that certain thoughts or attitudes trigger non-construc- 
tive behaviour. The group then works together to identify thoughts or 
attitudes that have triggered their own pattern of response. Patients learn 
that the ability to achieve a positive attitude is a skill that they can develop if 
they practice patiently and persistently. Next, patients are taught how to 
implement this procedure, how to note successful and less-than-successful 
outcomes, and how to continuously adapt their approach based on the 
results. 

A final element of the coping skills training intervention is relapse 
prevention**. Since perfect self-care is an ideal no-one can realize, people 
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Table 9.1. Coping skills training example 


First Session (90 minutes) 

e Identify specific regimen problem: ‘grazing’ (continuous nibbling) after dinner 

e Identify ‘trigger’ thoughts for failure: Tve already blown my diet (after the first nibble) so it 
makes no difference what I do now 

e Identify ‘trigger’ thoughts for success (personal or generated by the group): Tve done pretty well 
with my diet all day. If I stop after the first nibble I can still feel good about myself and I won’t 
be up all night going to the toilet’ 

e Practice ‘trigger’ thoughts for success: based on a common problem, group participants visualize 
the problem situation and rehearse solutions 

Between Sessions 

e Implement coping skills: at home, implement approaches learned in first session 

e Identify successful and less-than-successful outcomes: ‘I grazed less than usual, but I did not stop 
altogether’ 

Second Session (60 minutes) 

e Refine coping approaches: add coping tactics, e.g. preparing acceptable snack and then not re- 
entering kitchen for the rest of the evening, identifying non-food treats (music, social contacts) 
and incorporate them into evening routine 

e Develop relapse prevention techniques: ‘contracts for change’ are completed by all participants. 
Contracts include cognitive elements (‘Remember, everybody slips; your goal is to keep a 
lapse from becoming a collapse’) and behaviour (‘When you lapse, use your support 
network—family, friends, medical staff, and especially other group members’). Group 
participants are provided with a list of members’ phone numbers and encouraged to call 
when in need of support 


must have strategies for coping with inevitable lapses and failures. Patients 
are helped to develop specific techniques for coping with slips when they 
occur, in order to prevent lapses from becoming full-blown collapses. A case 
example of the coping skills training process is described in Table 9.1. The 
first coping skills training session is held on the morning of the second day of 
the group education programme, and the second coping skills training 
session is held on the afternoon of the fourth day of the programme. 


BENEFITS OF GROUP PSYCHO-EDUCATION 
INCORPORATING COPING SKILLS TRAINING 


The benefits of the educational programme, which incorporates the coping 
skills training intervention I have just described, are wide-ranging and 
robust. Six months after the educational intervention, programme partici- 
pants improved significantly on: several measures of emotional well-being 
(including self-esteem, diabetes self-efficacy, depression, and anxiety); 
several measures of self-care behaviour (including SMBG frequency, medica- 
tion adherence and adjustment, diet and exercise); and glycaemic control 
(assessed by HbA1c assay), as compared with their levels at the outset of the 
program’. Improvements in glycaemic control and self-regulation beha- 
viours (SMBG and medication adherence and adjustment) were maintained 
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at 12 month follow-up, as were improvements in all measures of emotional 
well-being except for depression pn 

The Johns Hopkins Diabetes Center educational programme is integrated 
and multi-faceted, so it is impossible to determine which aspects of the 
intervention, alone or in combination, were responsible for the benefits I 
have just noted. The coping skills training component could have contrib- 
uted to these outcomes in several ways. Diabetes self-efficacy could have 
been affected directly, and other outcomes such as self-esteem, depression, 
anxiety, self-care behaviour, and glycaemic control could have been affected 
indirectly. It is also possible that the programme’s benefits flow from other 
aspects of the intervention, from enhanced self-care skills or changes in 
medication regimens, for example. A conclusive determination of the bene- 
fits of coping skills training will require controlled clinical trials. I look 
forward to studies in which the control group receives traditional diabetes 
education and the intervention group receives traditional education supple- 
mented by coping skills training. 

The addition of coping skills training seems financially feasible for most 
diabetes education programmes. Costs for adding this component are 
relatively low ($35 per patient for the Hopkins programme), and the 
additional patient time required is relatively small (25 hours during the 37 
hour educational programme). The most difficult obstacle for establishing 
any coping skills training programme may be identifying a professional who 
is sufficiently experienced in diabetes-specific coping skills training. If such a 
professional is not available, two approaches should be considered. It may 
be possible to identify a mental health professional who is interested in 
developing expertise in working with people who have diabetes. Alterna- 
tively, diabetes health care providers who are not mental health specialists 
may be interested in developing expertise in coping skills training. This 
approach is teachable, and I have had success in training professionals to 
implement this intervention. Given the apparent benefits of this intervention, 
I think a strong case can be made for incorporating coping skills training into 
diabetes education programmes. 


PSYCHOPATHOLOGY 


The relationship between diabetes and clinical psychiatric disorders has 
received increased attention over the past 15 years. According to some 
estimates, almost half of all people with diabetes have a diagnosable 
psychiatric disorder at some point during their lifetimes”. Depression 
and anxiety disorders are the most common diagnoses and occur far more 
often in people with diabetes than in the general US population*®. These 
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disorders can result in glycaemic disregulation directly via alterations in 
neurochemical and neurotransmitter functioning, and indirectly via disrup- 
tion of diabetes self-care. 

The number of documented cases of eating disorders among people with 
diabetes appears to be growing ^s. While it is not clear whether these 
disorders are more prevalent among people with diabetes than they are in 
the general population”, eating disorders have been associated with poor 
glycaemic control and an increased risk for retinopathy. Depression, 
anxiety disorders and eating disorders can be treated effectively, but all 
tend to recur and require repeated treatment. A detailed discussion of 
depression, anxiety disorders and eating disorders among people with 
diabetes follows, along with counselling and psychotherapeutic treatment 
modalities for each disorder. 


DEPRESSION IS COMMON, SEVERE, AND HAS ESPECIALLY 
ADVERSE CONSEQUENCES AMONG PEOPLE WITH DIABETES 


Depression appears to be more common among people with diabetes than it 
is in the general population. While estimates of the prevalence of depression 
vary, it likely affects at least one of every five people with diabetes © Some 
studies suggest that approximately 40% of people with diabetes have 
significantly elevated levels of depressive symptomatology, although they 
are not all diagnosably clinically depressed* . Ina study of 634 people with 
diabetes, higher rates of depression were found in women, those who were 
unmarried, and those with lower levels of education—findings commonly 
reported in studies of depression in the general population—and in people 
who had three or more diabetes-related complications. In this study, age, 
type of diabetes and duration of diabetes were not significantly associated 
with depression, and the association between depression and HbA1c levels 
did not reach significance, although there was a tendency for higher levels of 
depression to be associated with higher levels of HbA1c*’. Other studies°°* 
have found that HbA1c levels were significantly higher in patients with 
depression than in those who were not depressed. Levels of diagnosable 
depression among people with diabetes are about three times the estimated 
prevalence in the population at large™*. 

The course of depression may be more chronic and severe in people with 
diabetes. Depression is a recurring condition for many such people. Only 
about 20% of diabetic patients who recover from an episode of depression 
remain well for more than 5 years: These patients averaged 4.2 episodes of 
depression over this period.” For people with diabetes, individual depres- 
sive episodes may be more severe as well as more common. The symptoms 
of depression and diabetes may exacerbate one another at a neuroendocrine 
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level. For example, hormonal disregulation associated with depression may 
contribute to glycaemic disregulation (and vice versa)”. 

Depression has especially adverse effects for people with diabetes. Clinical 
depression can severely hamper the medical management of diabetes. 
Feelings of helplessness and hopelessness often associated with depression 
may contribute to a disastrous cycle of poor self-care, worsened glycaemia 
and deepened depression’®. Depression has also been associated with 
increased rates of smoking and substance abuse. Even subclinical depression 
(i.e. persistent depression symptoms that fall short of the criteria for 
diagnosing depression) appears to be associated with diminished function- 
ing and increased medical morbidity”. All of these studies strongly suggest 
that effective treatment of depression in people with diabetes can prevent or 
delay diabetes complications, both macrovascular and microvascular. 


DEPRESSION IN DIABETES IS UNDERDIAGNOSED AND 
UNDERTREATED 


Depression remains unrecognized and untreated in a majority of cases, 
despite its specific relevance to diabetes”. Most estimates suggest that 
only about one-third of people with diabetes and major depression are 
recognized and treated. Reasons for under-diagnosis of depression in 
people with diabetes include: the perception that depression in the medically 
ill is secondary to the medical condition, and thus not of independent 
importance; and concerns about the accuracy of the diagnosis of depression 
in persons with diabetes. Some of the symptoms of depression, such as 
fatigue, or changes in libido, appetite and weight, are also symptoms of 
hyperglycaemia”. Current diagnostic approaches are relatively sensitive in 
their ability to detect depression in a person with diabetes, even when the 
patient is chronically hyperglycaemic. The health care provider can screen 
patients for depression using criteria-based diagnostic techniques, such as 
those specified in the DSM-IV’. Clinical depression is diagnosed when a 
person has five or more specific symptoms for a period of at least 2 weeks. 
These symptoms are listed in Table 9.2. 

Psychometric instruments like the Center for Epidemiologic Studies 
Depression Scale’, the Beck Depression Inventory®', and the Zung Self- 
rating Depression Scale are also effective tools for detecting depression in 
people with diabetes. 


EFFECTIVE TREATMENT FOR DEPRESSION IN DIABETES 


While there are almost no systematic data available concerning the treatment 
of depression in people with diabetes, it appears that depression in diabetes 
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Table 9.2. Symptoms of clinical depression 


. Depressed mood (feeling sad or empty) most of the day, nearly every day 

. Significant weight loss when not dieting, or weight gain (e.g. a change of more than 5% of 
body weight in a month), or decrease or increase in appetite nearly every day 

. Trouble sleeping or sleeping too much nearly every day. 

. Feeling really agitated or really sluggish physically nearly every day 

. Fatigue or loss of energy nearly every day 

. Markedly diminished interest or pleasure in all, or almost all, activities most of day, nearly 
every day 

. Feeling worthless or excessively or inappropriately guilty nearly every day 

. Diminished ability to think or concentrate, on indecisiveness, nearly every day 

. Recurrent thoughts of death (not just fear of dying), recurrent thoughts of suicide, or a suicide 
attempt or a specific plan to commit suicide 


NR 


Do WwW 
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may be responsive to psychotherapy. Interpersonal therapy and cognitive- 
behavioural therapy are both proven treatments for depression in people 
who have no other medical conditions®”™. According to the model from 
which interpersonal therapy (IPT) is derived, stressful and conflicted rela- 
tionships cause, maintain and exacerbate depression. IPT helps patients to 
develop and refine specific skills in communication and social interaction, 
and it may be particularly useful for those with diabetes, because so many 
stressful treatment-related situations involve interactions with other people. 

Cognitive-behavioural therapy (CBT) is based on the observation that 
depressed people tend to think in negative, stereotypical ways (‘Nobody 
likes me; I’m a failure’; TIl never be able to control by diabetes’). CBT 
involves a structured programme of cognitive modification or reframing and 
behavioural activation, which I have already described. Negative, self- 
defeating thoughts and actions are identified and efforts are made to replace 
them with more accurate and constructive thoughts and behaviours"?. 
Preliminary findings from a controlled study suggest that CBT is robustly 
effective in the treatment of depression in diabetes’ Both IPT and CBT help 
patients build skills for coping better with stressful life circumstances. This 
may provide these patients some advantage over treatment with antidepres- 
sant medication in terms of more lasting relief from depression, a significant 
advantage given the recurrent feature of depression in diabetes’. 

Based largely on studies of people who do not have diabetes, it can be said 
that depression in diabetes is probably also treatable with psychopharma- 
cological agents. While a full discussion of this modality is beyond the scope 
of this chapter, it should be mentioned that Lustman and colleagues” 
recently demonstrated that depression in diabetes could be treated success- 
fully with antidepressant medication. In the first placebo-controlled trial 
with diabetes patients, 60% of those treated with nortriptyline (a member of 
the tricyclic class of antidepressants) had a complete remission of their 
depression, while only 35% of those treated with a placebo were free of 
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depression at the end of the study. This study yielded other important 
findings. It showed that a complete remission of depression among study 
participants was associated with a 0.8-1.2% reduction in glycohaemoglogin 
(GHb) levels over the 8-week study period. As the authors point out, 
sustained reductions in GHb of this magnitude could decrease the progres- 
sion of retinopathy by as much as one-third. This study was initiated before 
newer classes of antidepressant medication, such as the selective serotonin 
uptake inhibitors (SSRIUs) were widely available. These medications are 
now probably the most common agents used in treating depression in people 
with diabetes, as they are for the treatment of depression in the general 
population. SSRIUs also have advantages for many people with diabetes 
when compared with the older tricyclic agents, as they tend to have fewer of 
the anticholinergic, central nervous system, cardiovascular, appetite stimu- 
lating, and weight gain side effects than the tricyclics. 


ANXIETY DISORDERS ARE COMMON AMONG PEOPLE WITH 
DIABETES 


While little is known about the rate of anxiety disorder among people with 
diabetes, one study“ suggests that people who have diabetes may suffer 
from this disorder as frequently as they do from depression, and at much 
higher rates than people who do not have diabetes. This study of over 600 
people with diabetes found that women, African—Americans, and those with 
less education were more likely to report symptoms consistent with a 
clinically significant anxiety disorder. The only diabetes-related predictor 
of significant anxiety disorder symptons was the presence of two or more 
long-term diabetes complications. Type of diabetes, duration of diabetes, and 
glycohaemoglobin level were not associated with an increased risk for 
anxiety symptomatology. Prevalence studies using structured diagnostic 
interviews have reported an increased incidence of anxiety disorders, 
especially generalized anxiety disorder and simple phobia, in people with 
diabetes”? 66, 

The health care provider can screen patients for anxiety by asking a series 
of simple questions concerning symptoms. Clinical anxiety disorder is 
diagnosed when a person has been uncontrollably anxious for at least 6 
months about a number of events and activities, and during that period has 
had five or more specific symptoms for more days than not. These symptoms 
are listed in Table 9.3. 

Some of the symptoms of anxiety disorder overlap with those of clinical 
depression. This is because some psychological problems share similar 
symptoms and because some people suffer from more than one clinical 
psychological disorder. 
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Table 9.3. Symptoms of clinical anxiety disorder 


. Restlessness or feeling keyed up or on edge 
. Being easily fatigued 
. Difficulty concentrating or mind going blank 
. Irritability 
Muscle tension 
. Sleep disturbance (difficulty falling or staying asleep, or restless, unsatisfying sleep) 


ARON 


Anxiety disorders may be more prevalent among people with diabetes 
because of additional stresses. Anxiety disorders are an exaggerated 
emotional response to the normal fears most people have, and people with 
diabetes often live with sources and levels of fear greater than those most 
people experience. Fear of hypoglycaemia, complications, and the effects of 
diabetes on day-to-day life are some of the more common fears reported by 
people who have diabetes. 

Anxiety disorders, like depression, remain largely undiagnosed and 
untreated in patients with diabetes. In addition, little is known about the 
effects of anxiety on metabolic control in people with diabetes. It is reason- 
able to assume that severe anxiety affects quality of life and may affect 
metablic control indirectly by interfering with diabetes self-care. Unfortu- 
nately no research has been conducted to test this hypothesis. The direct 
effects of anxiety (often conceived of as stress) on glycaemia in people with 
diabetes has been the subject of numerous studies’. The results of this 
research have been contradictory, as noted earlier in this chapter, with some 
studies reporting hyperglycaemia responses to stress, while others found no 
such response. 


EFFECTIVE TREATMENT FOR ANXIETY DISORDERS IN PEOPLE 
WITH DIABETES 


Anxiety disorders in some people with diabetes may be responsive to 
psychotherapy and related treatments. Studies!” of people with type 2 
diabetes report improved glucose tolerance and reduced long-term hyper- 
glycaemia after biofeedback-assisted relaxation training (BART). The effec- 
tiveness of BART for those with type 1 diabetes is less clear-cut, although 
some studies? have reported positive findings. 

Based largely on studies of people who do not have diabetes, anxiety 
disorders in diabetes are probably treatable with psychopharmacological 
agents. Unfortunately, very little information is available on the use of these 
drugs in people with diabetes. Lustman®? reported improved glycaemic 
control in patients treated with alprazolam (Xanax), regardless of whether or 
not they had a formal diagnosis of anxiety disorder. Treatment with 
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fludiazepam (Erispan), a benzodiazepine, in a small group of patients with 
type 2 diabetes, resulted in decreased anxiety ratings as well as an increase in 
high-density lipoproteins”. 


EATING DISORDERS 


The problem of eating disorders in people with diabetes has received 
increased attention in the past few years. Fating disorders appear to be 
more common in people who have diabetes than they are in the general 
population, at least in the USA. In contrast, a recent publication“? reported 
that in a German multi-centre study, prevalence rates for clinical eating 
disorders (anorexia nervosa and bulimia nervosa) were not considerably 
higher for patients with either type of diabetes than they were for the general 
population. 

Eating disorders come in two forms. One, anorexia nervosa, involves a 
severe self-imposed restriction of caloric intake, often combined with extre- 
mely high levels of exercise. The other bulimia nervosa, involves binge eating 
followed by purging, usually by means of vomiting or the use of diuretic 
medications or laxatives. While some young men suffer from eating disor- 
ders, the condition is about 10 times more common among young women. 
This is probably because of the far more intense pressure young women in 
our society experience to be thin. 

The health care provider can screen patients for eating disorders by asking 
a series of simple questions concerning symptoms. Keep in mind that it may 
be difficult for a patient to acknowledge an eating disorder. One of the 
reasons it is difficult to estimate the actual prevalence of eating disorders in 
people with diabetes is the fact that in this population it is often hard to 
distinguish between a normal (and even positive) focus on food and body 
image, which are a part of life with diabetes, and the abnormal concerns and 
behaviour that indicate the presence of an eating disorder. A clinical eating 
disorder is diagnosed when a person has any of the signs and symptoms 
listed in Table 9.4. Some” have suggested the concept of an eating conti- 
nuum with normal at one end, clinical eating disorders at the other end, and 
subclinical aspects at points in between, as a useful way to view this 
problem. 

Although there is no clear agreement in the literature concerning the 
prevalence of eating disorders in those who have diabetes, a meta-analysis of 
the existing data suggests a prevalence 1 to 1.5 times that found in the 
general population of those the same gender and similar age and educational 
level”. Women who have type 1 diabetes are about 10 times more likely than 
men with the same diagnosis to have an eating disorder. 
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Table 9.4. Signs and symptoms of clinical eating disorder 


. Weighs less than 85% of normal for height, body frame and age 

Has an intense fear of gaining weight or becoming fat, even though underweight 

. Sees self as fat when others say too thin 

. Exercises far more than is necessary to stay fit 

. Misses at least three consecutive menstrual cycles 

. Denies the seriousness of low body weight 

. Binge eats (eats very large amounts of food at a single sitting), at least twice a week for 3 
months 

8. Feels unable to stop eating or control what or how much is eaten 


NQO RON 


Eating disorders in diabetes may be particularly devastating 


There are some indications that eating disorders in patients with diabetes are 
more severe than these same disorders in those without diabetes. Hillard and 
Hillard” note many similarities in the eating-disordered behaviours and 
aetiology of people with type 1 diabetes and people who do not have 
diabetes. These similarities include the type and symptoms of their eating 
disorder, underlying personality structure, family history of eating disorder, 
and other psychiatric diseases. In the same article’? however, Hillard and 
Hillard point out a unique and uniquely troubling feature of eating-disor- 
dered behaviour common to many young people with diabetes: insulin 
purging. Recent research*® suggests that between one-third and one-half of 
all young women with type 1 diabetes frequently take less insulin than they 
need for good glycaemic control in order to control their weight. 

Eating disorders have especially devastating consequences for a person 
with diabetes. Eating disordered behaviour, including manipulation of 
insulin dosage to control weight, can severely compromise diabetes self- 
care, glycaemic control and medical management. A relationship has been 
reported between eating problems (especially bulimia) and poor adherence 
to non-diet aspects of the diabetes regimen’ *”°, poor glycaemic control’*° 
and complications’””®. Even subclinical disorders can interfere with glycae- 
mic control. Several researchers found that insulin manipulation per se was 
associated with an increased risk for poor metabolic control? and micro- 
vascular complications*®788182, Hepertz and colleagues’’, on the other hand, 
found that in the German population they studied neither the presence of 
eating disorders nor insulin omission-influenced glycaemic control. 

Eating disorders in people with diabetes are often unrecognized and 
untreated. As previously noted, differentiating between normal concerns 
with food and body image and pathological ones can be difficult in patients 
with diabetes. Those suffering from eating disorders are often resistant to 
acknowledging the problem. For many of these patients controlling eating 
feels crucially important, and they are terrified at the prospect of giving up 
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this control, which they feel they will be pressured to do if they acknowledge 
their disorder. For these reasons, the health care provider must be alert to 
signs that a patient may be suffering from an eating disorder, especially 
when the patient is a young woman. These signs include frequent diabetic 
ketoacidosis (DKA), elevated glycohaemoglobin levels in a knowledgeable 
patient, anxiety about or avoidance of being weighed, frequent and severe 
hypoglycaemia, bingeing with alcohol, or severe stress in the family. 


Effective treatment for eating disorders in people with diabetes 


Eating disorders may be responsive to psychotherapy. Once again, the 
number of published intervention studies is small, and several of the studies 
which have been published lack rigour, statistical power, control groups and 
follow-up measures. With these caveats in mind, one finds in the literature 
some evidence that psycho-education directed toward specific cognitive 
distortions may be effective for individuals with mild to moderate eating 
disorders in the early stages®?. Psycho-educational therapy is a highly 
structured treatment programme in which therapeutic milieu and didactic 
instruction are used to help patients understand the nature, aetiology and 
complications of disordered eating behaviours. The purpose of this inter- 
vention is to foster attitudinal and behavioural change in the patient.™* 
Psychotherapeutic interventions should address the complex of underlying 
issues which often cause and sustain eating-disordered behaviour. These 
issues include depression, diminished self-esteem and excessive dependence. 
Risk-taking behaviour, such as substance abuse and sexual acting out, 
should also be addressed”*. Boehnert and colleagues® described strategies 
for the management of patients with diabetes and eating disorders who are 
severely non-compliant with the medical regimen. These strategies include: 
(a) The specific monitoring of provider countertransference; (b) the devel- 
opment of a careful working alliance with the patient and his/her family; (c) 
careful limit setting; and (d) dealing with the patient’s frustrated dependency 
needs. These authors caution that patients must be dealt with honestly, 
directly and proactively. They suggest that therapy address denial, magical 
thinking and enhanced vulnerability secondary to diabetes, depression and 
demoralization. 

Given the tremendous difficulties inherent in treating established eating 
disorders in people with diabetes, health care providers should be familiar 
with strategies for primary prevention for young female patients who have 
diabetes. These strategies, discussed fully elsewhere’! include: addressing 
the drive for thinness and associated body dissatisfaction; de-emphasizing 
dieting; counselling patients about the need to express negative feelings 
about diabetes management; helping the patient with conflict over normal 
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developmental struggles; addressing metabolic reactivity during adoles- 
cence; and involving the family. 

Pharmacotherapy may benefit some patients with eating disorders. Since 
many patients suffering from eating disorders are also depressed, treatment 
with any of the antidepressants discussed earlier in this chapter should be 
considered. Some antidepressants in the SSRI class may positively affect 
compulsive behaviour, including eating disordered behaviour, as well as 
depression. Prozac has been used successfully for this purpose, and other 
agents in the same class may provide similar benefits. 


PSYCHOPATHOLOGY PRESENTING AS MEDICAL CRISIS 


In many cases a medical crisis may be the first sign that a patient is suffering 
from a psychiatric disorder. Such medical crises include: RDKA; frequent, 
severe hypoglycaemic and hyperglycaemic episodes (sometimes called 
‘brittle diabetes’); and severe non-compliance with the treatment regimen, 
especially insulin administration. These destructive behaviours frequently 
coincide with severe psychological disturbance, including individual 
psychopathology®®, family dysfunction? or both”. The literature contains 
several studies indicating that these disturbances may be effectively treated 
by intensive individual% and family therapy, often conducted at least partly 
in residential or inpatient settings®”. Unfortunately, the fact that in all studies 
cited the psychological intervention was only one element of a comprehen- 
sive (and substantially undocumented) treatment makes it impossible to 
estimate the contribution of the psychological treatment per se to the benefit 
reported. 


SUMMARY AND CONCLUSIONS 


In this chapter I have reviewed counselling and psychotherapeutic interven- 
tions for patients with diabetes who are having difficulties coping with the 
day-to-day demands of life with diabetes, and for patients with diabetes who 
suffer from frank psychopathology, specifically depression, anxiety disorder 
or eating disorder. Since the effects of coping problems and psychological 
disorders may be especially malevolent for people with diabetes, effective 
psychological treatment is especially important for these individuals. 
Psychological problems of any magnitude may affect metabolic control 
directly via the neuroendocrine and physiological effects of stress, or 
indirectly via a cascade of events, including worsened self-care and deterior- 
ating metabolic control, which may in turn exert a negative reciprocal effect 
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on emotional well-being. This downward spiral can lead to acute life- 
threatening medical crises, and may also accelerate the long-term complica- 
tions of diabetes. Thus, psychological problems represent a clear and present 
danger to many people with diabetes, and the need to effectively address 
these problems in susceptible individuals is equally clear. 

Unfortunately, the literature offers a few unequivocal treatment guide- 
lines. The number of published intervention studies is small, and many 
studies which have been published utilized small or unrepresentative 
samples, and therefore lack rigour and statistical power. Many studies do 
not include a control group or follow-up measures, so we can not say with 
confidence that the intervention was effective or enduring. Studies often 
describe comprehensive interventions which incorporate a variety of medical 
and psychological components. While this approach maximizes the like- 
lihood of effective treatment, it makes the attribution of observed benefits to 
particular components of the intervention impossible. 

Despite these limitations, the existing literature does provide some 
guidance for clinicians treating coping difficulties and psychological dis- 
orders in people with diabetes. We find some evidence for the benefits 
of formal and informal coping skills training, utilized as a unique inter- 
vention?’°°?!°° or as part of a comprehensive psycho-educational 
program ?**, We also find some evidence that BART may facilitate stress 
management and glycaemic control in those with type 2 diabetes*"° and in 
some stress-responsive individuals with type 1 diabetes 1112,16 Recent 
studies suggest that psychotherapy (and pharmacotherapy) may relieve 
emotional distress in people with diabetes who suffer from depression and 
anxiety disorder, just as these treatments relieve symptoms in those who do 
not have diabetes?*6>6?, Finally, we find some evidence for the effectiveness 
of comprehensive approaches to treating acute medical crises and eating 
disorders in young people with diabetes***°*’. These approaches generally 
incorporate individual psychotherapy, family counselling and intensive 
medical management. 

One can only hope that the growing awareness of the critical connection 
between diabetes and emotional distress will lead to the development of a 
more adequate research base than the one to which we must currently turn 
for guidance. Clinicians and researchers in a wide variety of settings can 
contribute to this development. As we prepare for the kind of clinical trials 
which are likely to provide definitive answers to our questions about the 
problem-specific effectiveness of various psychotherapeutic and psycho- 
educational interventions, small-scale research will continue to play a critical 
role in advancing our understanding. Health care providers who treat 
patients with diabetes might consider creating clinical dabatabases. These 
databases could include information about patients, such as demographic 
and disease-specific characteristics and presenting problems, a description of 


Psychotherapy and Counselling in Diabetes Mellitus 259 


the treatment employed, and treatment duration and outcomes. Providers 
could supplement this information with the results of pre- and post-treat- 
ment psychological assessments, using available standardized self-report 
measures. Over time, such a database could be large enough to use for 
designing more effective interventions, or even for publication. 

It is also clear that we need studies involving larger numbers of patients. 
Many potentially effective interventions are probably going unrecognized 
because the studies describing them lack the statistical power to confirm 
their benefits. Current research has demonstrated the need for counselling 
and psychotherapy and the potential efficacy of these interventions for 
people with diabetes, and it has done so with relatively small amounts of 
research funding. Research of the kind required to more conclusively answer 
the critical questions in this area require an increased commitment to 
funding psychosocial intervention studies on the part of governmental and 
other large grantors. Funding policy is one important frontier for psychoso- 
cial research in the near future. 
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